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INTRODUCTION 
recognized the State's obligation to persons with developmental 
disabilities and established rights and entitlements to services necessary to 
ensure those rights through the adoption of the Lanterman Developmental 
Disabilities Services Act. The Lanterman Act was a landmark in its 
conception and continues to serve as model legislation to other states in 
nation. Its essence was, and is, achievement of maximum 
independence and productivity for people with developmental disabilities. 
However, over the course of the past decade, the developmental 
disabilities services system has slipped off the progressive track set forth 
n the Lanterman Act. Persons with developmental disabilities are 
significantly less able to achieve maximum independence and productivity 
due to. among other issues, an abatement of stable, quality and diverse 
community-based services; limited family and individual supports; and 
repeated disruption of advocacy services. As a result, we have seen an 
increasing reliance on developmental centers as an alternative to home or 
community-based services. 
Legislature expressed its concern regarding recent trends in the 
developmental disabilities services system through the passage of Senat~ 
ution 9 (McCorquodale and Marks) and Assembly Concurrent 
Resolution 52 (Polanco) in 1989. SR 9 cites "a marked scarcity of 
specialized community-based services, a growing number of clients . 
mappropriately remaining in or being admitted or committed to 
developmental centers, and a growing number of clients not receiving the 
services that they need to remain in community settings and develop their 
capacities for more independent, productive participation in society," and 
identifies ". . . inadequate and improper policies, practices, and procedures 
u to administer the system," as a potential cause for the system's 
eroswn. 
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SR 9 and ACR 52 authorized a JOint investigation of the adrninistration 
the Lanterman Act by the Senate Subcommittee on Mental 
Developmental Disabilities and Genetic Diseases; the Senate S 
on the Rights of the Disabled; and the Assembly Subcommittee on 
and Developmental Disabilities. The 
subcommittees to issue a joint report of findings and 
the Legislature. This report fulfills that mandate. 
THE SR 9 PROCESS 
In designing the methodology for conducting the SR 9 investigation, 
subcommittees were determined to include persons involved at 
level of the developmental disabilities services system. 
Local communities were invited to form working groups made up 
to 
persons with developmental disabilities, family members, advocates and 
service providers. Every effort was made to ensure no one organization 
dominated the local working group process. 
The local working groups were asked to identify both strengths and 
weaknesses in the current system and to propose solutions they believed 
necessary to improve service delivery. Working groups used a variety of 
methods to reach group consensus. Most working groups met 
times over the course of several months and prepared both written 
oral testimony. 
Beginning in October of 1989, the subcommittees held a series of 15 
statewide hearings to receive the reports from the local working groups. 
Each hearing also dedicated a portion of time to focus on one particular 
aspect of the developmental disabilities services system. Time for any 
additional, often lengthy, public comment was provided as well. As a 
further attempt to ensure maximum public participation, most hearings 
began in the afternoon and proceeded into the evening. This was designed 
to accommodate the varying personal schedules of participants. 
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Following the release of the draft SR 9 Report in July 1990, three 
additional hearings were scheduled to received public comment on the 
document. The final SR 9 hearing in this series was held on September 10, 
1990. In the end, the subcommittees heard over II 0 hours of testimony 
and received several hundred pounds of written testimony. 
Approximately 2,750 individuals attended and/or testified at the hearings. 
SUMMARY OF FINDINGS: WHERE DO WE GO FROM HERE? 
Generally, the subcommittees did not find substantial flaws in the premtse 
of the Lanterman Act. Its commitment to providing persons with 
developmental disabilities the opportunity to lead meaningful and 
productive lives in the community is apparent and broadly recognized. 
However, for many persons with developmental disabilities, the Lanterman 
Act's promise has not been realized. Inadequate funding and budgetary 
policies, overly restrictive service provision regulations and a philosophical 
estrangement between the current Administration and the Lanterman Act 
have jointly served to hinder the continued implementation of the Act. 
Primary responsibility for California's failure to fully enact the Lanterman 
Act must be placed on the Department of Developmental Services (DDS). 
DDS has provided little leadership in moving us forward in the provision of 
rneaningfu I services and has, with alarming frequency, disregarded current 
law. The subcommittees are dissatisfied with the responsiveness of DDS in 
fulfilling their obligation to persons with developmental disabilities and 
express their indignation that the developmental disabilities services 
system has eroded to a point where urgent corrective action is needed. 
In light of these obstacles, the subcommittees deem it prudent to 
strengthen the discussion of goals and legislative intent in the Lanterman 
Act and to otherwise amend the Lanterman Act to ensure the service 
needs of persons with developmental disabilities arc met without 
interruption and in appropriate and integrated settings which maximize 
each individual's independence and productivity. 
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The subcommittees recognize that movement toward achieving the 
Lanterman Act's goals of maximum independence and productivity must 
be incremental in light of serious funding constraints. Although many 
persons may be identified as living in excessively restrictive settings given 
their potential for independence, movement away from current service 
providers must not occur until less restrictive, stable and quality services 
can be provided. 
The SR 9 process is viewed by the subcommittees as a mechanism which 
can confidently steer California into an era where persons with 
developmental disabilities can flourish. The subcommittees intend to 
encourage the introduction of legislation in January, 1991 to begin this 
journey. 
HOW TO READ THE SR 9 REPORT 
This report is divided into chapters which reflect the focus topics of our 
hearings. However, the same issue may be discussed in more than one 
chapter. For example, while an in-depth discussion of prevention issues 
occurs in the chapter entitled "Prevention," the regional centers 
responsibility in providing prevention services also is discussed in the 
chapter entitled "Regional Centers." Therefore, regardless of the reader's 
particular interest, a review of the whole report is strongly recommended. 
Each chapter is broken into three sections: 
• BACKGROUND: Offers a brief description of the issue being 
discussed. 
• SUMMARY OF IDENTIFIED PROBLEMS: Reviews the issues and 
recommendations made by the developmental disabilities 
community relating to how services should best be delivered to 
persons with developmental disabilities. The summary of public 
recommendations is a listing of those recommendations repeated 
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some frequency by individuals and organizations m the 
developmental disabilities community. Some contradiction in 
recommendations may appear in this section due to the disparate 
nature of personal and organizational perspectives and opinions 
the developmental disability community. 
SUBCOMMITTEES' CONCLUSIONS AND RECOMMENDATIONS: Lists 
those recommendations of the subcommittees designed to fortify 
Lanterman Act as well as provide clearer direction to DDS and 
service agencies so their mandates may be more fully 
realized. 
subcommittees hope their recommendations, which are broad in scope 
y emphasize direction, will serve as the foundation for 
offering the specific steps necessary for realizing the essence of 
Lanterman Act. 
report does not attempt to prioritize recommendations nor set a 
their enactment. These are steps which must be considered m 
broader legislative and State fiscal issues. However, we hope to 
on issues which enhance the empowerment of persons with 
disabilities and their families; ensure current provisions of 
Act are protected and enforced; and are necessary, despite 
ensure the safety and well-being of persons with 
disabilities. Other systemic issues, such as expanding 
definition of developmental disabilities, may require testing 
statewide application. 
ACKNOWLEDGMENTS 
seeds of this project were planted by Carol Risley and Lonnie 
though they may not have anticipated what would be sown from 
suggestion, their inspiration and continued support and 
stance have been appreciated. 
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Unique in scope and format, the SR 9 project was achieved through. the 
cooperative efforts of three separate legislative subcommittees. The 
delicate and difficult task of bringing individuals with varying points of 
view together in each community, providing key outreach and education, 
organizing 15 separate hearings, conducting independent research and 
investigation, and organizing the contents of the final report was achieved 
through the combined work of the SR 9 staff: Peggy Collins, Legislative 
Coordinator for Senator McCorquodale; Andrew Schaefer, Consultant for the 
Senate Office of Research; Jane Uitti, Consultant for the Senate 
Subcommittee on Mental Health, Developmental Disabilities and Genetic 
Diseases; Juli Winesuff-Kaufman, Consultant for the Senate Subcommittee 
on the Rights of the Disabled; Sandra Goodwin, Consultant for the Assembly 
Subcommittee on Mental Health and Developmental Disabilities; Larry 
Morse, Legislative Coordinator for Senator Marks; and our support staff, 
particularly Silvia Zetter, Cathy Hirata, Patti Hallead, Cheryle Hart and 
Paula Rossetto. 
Each area developmental disabilities board eagerly agreed to serve as our 
access points in the community. They not only coordinated the initial local 
working group meetings, but also offered necessary staff support in 
preparing the written reports submitted to th .~ subcommittees and assisted 
us in locating hearing locations. Additionally, many regional centers and 
advocacy and service organizations assisted in disseminating information 
to their constituencies and otherwise encouraging public participation m 
this project. The photographs in this report were graciously provided by 
ARC-CA and its affiliates. 
The level of community interest and participation m the SR 9 process far 
exceeded our own optimistic expectations. Throughout California, 
thousands of persons with developmental disabilities, family members, 
state and local agencies, advocates, and service providers answered the 
invitation to assist in setting the direction of public policy relating to the 
developmental disabilities services system. We share their hope, 
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and belief that together we can enact pos1t1ve change which 




NEEDS AND INPUT OF 
PERSONS WITH DEVELOPMENTAL DISABILITIES 
four and a half years listening to the humming of the Coke 
and rocking back and forth. Now, I learned how to be more 
You understand? It compounded my problem, making me 
more retarded than I was before, because of the environment of the 
workshop." 
Tom Hopkins 
"I believe we need more advocacy. We need to spread it like a new 
vaccine." 
Steven Schickedanz 
been out on my own for eight years now. And I feel good' about 
that. What is unique about me is that, even though I have Down's 
Syndrome, people have to call me 'up syndrome,' because I like to 
party." 
Sandra Jensen 
"We do have feelings. We have compassion. We just don't want 
people to decide for us and think for us. We want to be able to speak 
ourselves, and a right to make mistakes the way human beings 
mistakes, and the right to grow and a right to not be in a 
workshop, but a real job." 
Connie Martinez 
Regional centers as a system have not done everything they could to 
facilitate the voice of the primary consumer in the decision-making 
regional center." 
Association of Regional Center Agencies 
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Linda Dunham, June Hansen, Sherri Traugott, and Troy Salinas get 
books from the library with their instructor, Louise Precourt. 
BACKGROUND 
The participation of persons with developmental disabilities was 
sought and received throughout the SR 9 process, and one hearing 
focused solely on the needs of this population as described by 
persons with developmental disabilities. The common theme of this 
testimony was the desire to have more independence and integration 
into the community in work, play and living arrangements. 
This theme is strongly reflected in the clear desire to have a much 
stronger and much more active role in planning and implementing 
services and support systems that would affect their lives. Each 
person who testified focused upon the importance of the provisions 
of self-advocacy in the Lanterman Act. 
The federal Developmental Disabilities Act Amendments of 1987 
included a mandate to survey the attitudes of persons with 
developmental disabilities about services available to them and 
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they desire. A compilation of all state results, by the 
Association of Developmental Disabilities Councils, shows the 
owmg: 
Although 75% of the adult respondents believe it is important 
to be independent, only 26% feel they have achieved any level 
of independence. Only 16% of adults said they were a1lowed to 
make their own decision about where to live. 
- 78% of the adult respondents believe it is important to be 
productive, yet only 38% feel they presently are achieving 
productivity. Only 11% said they were completely unable to 
work. 
75% of respondents believe it is important to be integrated, yet 
only 40% feel they are integrated. 
Similar results also have been identified m the 1990 report issued by 
California State Council on Developmental Disabilities (SCDD), 
"Destination 2000: California's 1990 Report on Services for 
with Developmental Disabilities." The report cites barriers to 
client self-advocacy and self-sufficiency including: lack of access to 
anning and appeals processes; underrepresentation on boards and 
making bodies as well as lack of sufficient skiJl training to 
participate effectively; and lack of community opportunities in the 
areas of employment and training, transportation, living 
arrangements and socialization. 
Early in 1990, a retreat called "Lanterman 2000" was held in 
Southern California to involve persons with developmental 
disabilities, family members, advocates and providers in redefining 
vision statements, identifying barriers to achieving their goals 
and creating solutions. 
focus group on "empowerment" identified as barriers the fo11owing: 
of resource control; lack of meaningful choices and options; fear 
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of retribution for speaking out about problems; social 
1s a 
of persons with 





nationwide movement in promoting 
developmental disabilities by 
and to work within the system to achieve the 
they desire. 
objectives of the organization are to assure the 
lability of appropriate services needed by people with 
disabilities in order to maintain and increase their 
capabilities for independent and normal lives and to demonstrate to 
community at large that persons with developmental disabilities 
are people first and, only secondarily, individuals with disabilities. 
SUMMARY OF IDENTIFIED PROBLEMS 
1. Persons with developmental disabilities lack 
participate in meaningful decision-making affecting 
lack specific training and continuing assistance to 
and empower them to best represent their own needs. 
The most important decision-making process is the 
development, updating and implementation of each 
Plan (IPP). Persons with developmental 
want more active participation in that process 
and training to achieve their goaJs. 
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Summary of Public Recommendations: 
• Persons with developmental disabilities should receive 
orientation on the process for developing and updating the 
IPP. They should participate, to the fullest extent possible, 
in planning the goals and objectives in the IPP. 
• DDS should establish a vendor category for self-advocacy 
advisors so this service may be purchased by regional 
centers. Advisors should receive training in ways to better 
assist persons with developmental disabilities without 
imposing their own values or opinions. 
• Regional centers should include discussions about 
promoting and assisting the empowerment of persons with 
developmental disabilities within their training sessions for 
service providers. 
• Regional centers and area .boards should ensure that all 
materials tbey develop deseribing their se,fv.ices, clients' 
rights, appeals procedures and other services and. systems 
are ,produced in· a manner that can be dearly understood by 
persons with developmental disabilities. 
2. Persons with ·developmental disabilities lack adequate 
representation on boards of organizations serving them. 
Although the Association of Regional Center Agencies (ARCA) 
supports the participation of "primary consumers" on regional 
center boards, only half of them have such ·representation. A 
majority of "consumer" seats on boards for other agencies 
serving persons with devdopmen.tal disabilities actually are 
fi lied instead by, family members·, guardians or conservators, 
otherwise known as''.''"secondary consumers." 
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Persons with developmental disabilities have difficulty 
receiving good board training. Many have difficulty reading 
and understanding background materials and may need 
assistance in understanding the goals and political influence of 
the boards on which they serve. 
Summary of Public Recommendations: 
• Regional centers and area boards should sponsor training to 
assist consumers in developing necessary self-advocacy 
skills. 
• The Lanterman Act should be amended to include the value 
statement that full integration of all persons with 
developmental disabilities into the community living 
situation of their choice is a top priority of the state. 
• The law should be clarified to stipulate that certain seats on 
boards are reserved specifically for persons with 
developmental disabilities and that appropriate assistance 
be provided to encourage meaningful participation of 
persons with developmental disabilities. The assistance 
should be in the form of non-biased advisors and assistants 
who have no vested interests in the actions before the 
board. Moreover, training should be provided to the other 
board members to ensure healthy communication occurs. 
3. The segregated workshop setting is an outd~ted model of a 
work program which does not reflect work experiences enjoyed 
by other workers. 
Most of the 46,500 individuals in various types of day 
programs participate in training programs which are not 
related to work skills. Around 30% participate in sheltered 
employment funded by the Department of Rehabilitation (DOR). 
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ly four percent parttctpate in non-segregated, supported 
employment jobs in community settings earning wages ranging 
80 to $480 per month. 
federal and State regulations often have a negative 
on income-earning persons in that Supplemental 
Security Income (SSI) benefits may be reduced if the income 
causes them to fail the "means test" for eligibility. Since many 
with developmental disabilities who work in entry-
jobs or workshops earn minimum wage or below, many 
not qualify for fringe benefits, such as health coverage, and 
requue the benefits associated with SSI eligibility. 
all persons in day programs, there is a lack of plaiming 
opportunities for upward mobility or transition planning from 
one job to another. 
Summary of Public Recommendations: 
• More supported employment opportunities should be 
developed, along with job coaches who assist the worker to 
become successfully integrated into the community work 
setting. More part-time, supported employment 
opportunities should be developed, including jobs that can 
be held by persons with significant physical disabilities. 
Federal and State SSI benefits regulations should be 
changed to enable and encourage persons with disabilities 
to work without fear of losing medical and other benefits. 
A more liberal "phase-in" period from dependence upon SSI 
to independence through earned wages should be 
developed in order to provide greater incentives to enter 
work programs. 
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• There should be greater coordination to alert organizations 
servmg persons with developmental disabilities about job 
opportunities in the community. 
Essential related services, such as transportation, must be 
made available to enhance employment opportunities for 
persons who have special mobility needs. 
4. There are many barriers to establishing supported and 
independent living situations for persons with developmental 
disabilities. 
Barriers to persons with developmental disabilities becoming 
involved in choosing the least restrictive living environments 
include reluctance of residential care providers to encourage or 
allow resident participation in development of flexible options 
that will allow them to socialize and work optimally. 
For example, persons with developmental disabilities indicate 
that in structured settings they often lack opportunities for 
privacy to be with their friends and to develop social 
relationships. They also state that work hours or day activity 
schedules . interfere with the often rigid scheduling of 
community residential facilities for meals and recreation 
activities, which are planned around staff needs rather .than 
client needs. 
Lack of accessible and affordable housing for buyers and 
renters inhibits the ability of persons with disabilities to find 
living arrangements in less restrictiv~ or independent settings. 
As costs in the housing market rise, as they have in recent 
years, the ability of a person on a limited income to afford an 
apartment or a shared home is reduced. 
Architectural barriers still exist in numerous living 
arrangements making it difficult or impossible for persons with 
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severe disabilities, or for those who are in wheel-chairs or 
otherwise mobility-impaired, to be able to function 
independently and without assistance. Often, there is a lack of 
managers available to assist persons with disabilities m 
case of an emergency such as a fire or earthquake. 
Summary of Public Recommendations: 
• Greater access to resources for retrofitting homes and 
apartments to become architecturally accessible must be 
created. 
• Whenever on-site managers are unavailable to assist 
persons with developmental disabilities who live in 
independent settings, case managers should make 
alternative arrangements to cover emergency contingencies. 
Support services which assist persons in achieving maximum 
independence and adequately-trained persons to provide these 
services are scarce. 
Some persons with developmental disabilities are unable to 
attendants who are well trained and reliable, will place 
person's needs and desires first, and can provide the 
and technical assistance the person needs in order to 
able to live in an independent environment. 
mmary of Public Recommendations: 
Many persons who live independently do not fall under the 
State definition of developmental disabilities. However, 
they could be hired to train and assist those persons who do 
meet the State definition, in ways to live more 
independently. Where possible, this should be done. 
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• The state should fund the development of model programs 
which offer more independent and integrated lifestyles to 
persons with developmental disabilities. 
6. Persons with developmental disabilities lack essential services 
and opportunities including transportation, recreational, 
socialization and family support services. 
The lack of reliable, accessible public transportation makes it 
very difficult for persons with developmental disabilities to 
enjoy social opportunities and to gain access to skills training, 
employment opportunities and community living. Although 
safe and accessible public transportation offers an integrated 
life experience for the individual and savings of regional center 
dollars, in many areas of the state, such resources are scarce or 
nonexistent at night and on weekends. 
Persons with developmental disabilities also need a greater 
array of community support services to allow access to social 
opportunities which in turn help individuals develop the social 
skills necessary to relate well with their co-workers, meet new 
friends in the community and learn appropriate behavior for 
friendships, dating, courtship, marriage and childrearing. 
Persons with developmental disabilities are dissatisfied with 
the quality of their lives away from work and complain about 
having to listen to the radio or watch television as their 
primary diversion. 
Summary of Public Recommendations: 
• Persons with developmental disabilities should have 
transportation that is frequent, accessible and reliable. 
Private paratransit systems need more flexible scheduling, 
speedier pickups and greater numbers of runs. 
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• Regional centers should be permitted to purchase flexible 
transportation resources to fulfill client needs such as paid 
use of friends and family. 
• Social and recreational opportunities need to be developed, 
including activities within the residential facility setting. 
• The Legislature should consider paying parents to provide 
case management and other client services. Additionally, 
classes should be developed to assist parents in accepting 
and understanding their children's strengths and limitations 
as well as their children's needs and desires to take active 
roles in their own lives. 
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20 
SUBCOMMITTEES' CONCLUSIONS AND RECOMMENDATIONS 
A wider array of generic services is needed to ensure that persons 
with developmental disabilities have the opportunity to participate in 
activities of daily living. Assistants are needed who are trained to help 
individuals take advantage of community resources such as 
transportation and social opportunities. Moreover, persons with 
developmental disabilities need expanded opportunities and 
appropriate formats to voice their concerns and desires and to 
represent other persons with disabilities on decision-making boards. 
1 a. Regional centers should provide persons with developmental 
disabilities information about the IPP process and opportunity 
to actively participate in development and implementation of 
the plan. 
b. Any materials developed for persons with developmental 
disabilities, relative to services, clients' rights, appeals 
procedures and other service systems, should be produced in 
a way they can clearly understand. 
c. Persons with developmental disabilities should be advised 
when they have rights to services not presently available in 
their community. 
d. Funding should be earmarked for area boards to purchase the 
services of self-advocacy advisors. 
e. Area boards should sponsor training sessions to assist 
persons with developmental disabilities in developing self-
advocacy skills in a number of areas, including: 
I P P development, 
choosing appropriate living settings, 
choosing appropriate work training and employment 
opportunities, 
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serving as a board member for various developmental 
disabilities organizations, 
understanding the service system, and 
long-range and transition planning. 
f. Persons with developmental disabilities should be utilized as 
facilitators and trainers. 
g. The Legislature should expand the value statements in the 
Lanterman Act concerning the importance and necessity of 
involving and empowering persons with developmental 
disabilities in decision affecting their lives. 
2 a. The Legislature should amend the Lanterman Act to specify 
distinct and separate board seats for persons with 
developmental disabilities on SCDD, local area boards for 
developmental disabilities, and regional center boards. 
b. The board to which any person with a developmental disability 
is appointed should take responsibility for providing training on 
the functions and operations of the board and for providing an 
assistant to help ensure their fullest participation. Moreover, 
these boards should instruct the remaining members to 
ensure healthy communication occurs. 
c. Persons with developmental disabilities and family members 
should serve as members of Program Development Fund 
(PDF) and resource development committees making 
planning and allocation decisions. 
3 a. DOR and DDS should develop a joint work plan on ways to 
increase the number of supported work opportunities 
available to persons with developmental disabilities with 
emphasis on creating a wide range of opportunities; including 
part-time, supported employment and jobs that can be held by 
persons with severe disabilities. 
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b. DOR and DDS should consult with the state and local 
chambers of commerce to find the best ways to encourage 
industry and businesses to fill jobs with individuals in 
supported employment. 
c. The Legislature should work with Congress to develop less 
rigid transition policies for the change from SSI dependence to 
employment, which address the provision of health care and 
other benefits. 
d. Local links between developmental disabilities service 
organizations and community job markets need to be 
developed in order to take advantage of opportunities for 
integrated and supported employment. These links should 
include the regional center, the local DOR field office and 
public and private employment services including local offices 
of the Employment Development Department (EDD). 
4 a. SCDD should seek ways to increase affordable housing 
options for persons with developmental disabilities, after 
consultation with public and private housing authorities. 
b. New funding options for retrofitting homes and apartments for 
accessibility should be investigated when such retrofitting will 
result in the ability of a person with developmental disabilities 
to move to a less restrictive setting. 
c. Case managers for persons with developmental disabilities 
who live in semi-independent settings should determine, in 
consultation with residents, whether there are full-time 
managers on site to provide assistance when needed, such as 
in emergencies. If there are not, the case manager should 
attempt to make alternative arrangements to cover 
emergency contingencies. 
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d. Residential service providers should be trained and monitored 
to ensure they encourage resident participation in the 
development of flexible options that will allow residents to 
socialize and work optimally. 
5 a. Persons with developmental disabilities should have the 
option of dismissing attendants who are not providing reliable 
or quality services and should make the selection of 
attendants who will serve them. 
b. Minimum standards and qualifications should be established 
for attendants. Other persons with disabilities should be 
considered as potential attendants and providers of practical 
training and assistance to persons with developmental 
disabilities living in the community. Persons with 
developmental disabilities should be free to select their own 
~ttendants when they so desire. 
c. Model community support programs should be developed with 
purchase-of-service (POS) or PDF funds when they would 
result in integrated and independent lifestyles. 
6 a Local transportation plans should be reviewed carefully by 
area boards and regional centers to ensure that both existing 
and new services will be accessible to and usable by persons 
with developmental disabilities. 
b. Regional centers, in conjunction with area boards, should 
seek to develop opportunities and working relationships with 
generic community agencies which provide recreational and 
social programs with the aim of integrating persons with 
disabilities. 
c. Workshops and seminars sponsored by local organizations, 
such as area boards, regional centers or parent advocacy 
organizations and including consumer self-advocacy groups, 
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such as People First, should be held to provide a forum for 
discussions on friendships on the job and in the community 
and on dating, sexuality, marriage and childrearing. 
d. Family members should be encouraged to be case managers 
for their minor children and for their adult children when it is 
desired by the person with a developmental disability. All 
parents should be offered classes designed to assist them in 





Act is v1s10nary, landmark human rights legislation. 
that incorporating the recommendations and provisions 
suggested into the Lanterman Act, specifically focused on 
needs of ethnic minorities, would preserve and enhance 
spirit of Assemblyman Frank Lanterman's ideals and 
for fairness and dignity and equality for all persons." 
Written testimony, Developmental Disabilities Area Board 10 
It difficult for parents to feel that they are on equal ground with 
professionals when we try to advocate for services with the 
onal Center and other systems. We are at an immediate 
simply by not being a part of the system. This is even 
more true for parents of minority culture and language." 
Mr. Hieu, Vietnamese Parents with Disabled Children 
Association 
to share with you an experience regarding transportation. 
our clients wanted to go to the bathroom and told the bus 
to wait for him. Unfortunately, the bus driver didn't speak 
and drove off; all the clients on the bus told him, 'Hey, wait, 
going to the bathroom,' but the driver didn't speak Chinese. So 
was lost for four days and we found him four days later 
from dehydration, starvation and exposure to the elements. 
lucky to find him." 
Allen Woo, Asian Rehabilitation Services 
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BACKGROUND 
Tremail Crutchfield from the South Bay 
Area in Los Angeles enjoys his work. 
As more immigrants and non-English-speaking persons cross 
California's borders seeking new jobs and new lives and as our 
multicultural mix becomes more diverse, the need to integrate 
different ethnic considerations into the infrastructure of our schools 
and health systems becomes more important. Outreach efforts into 
communities of color and ethnic diversity are resulting in the 
increased identification and diagnosis of persons in need of 
developmental services. 
The Lanterman Act requires regional centers to conduct outreach 
activities and to work with area boards to inform the public of 
services available to persons with developmental disabilities. The 
Act also prohibits discrimination on the basis of national origin, 
ancestry, race, religious creed, color, sex or disability. It mandates 
that regional center boards of directors reflect the geographic and 
ethnic composition of the communities they serve. 
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ng to DDS, 47% of regional center case management staff 
that they become involved in issues relating to working with 
non-English-speaking families. Around 33% of the case managers 
state are bilinguaL The Department of Finance (DOF) projects 













DDS states that the population of persons with developmental 
sabilities closely represents the non-disabled population in terms 
ethnic breakdown: 
population statewide DDS clients 
Asian/other 10% 11% 
Hispanic 24% 21% 
African American 8% 10% 
White 59% 58% 
ssues of cultural relevance and sensitivity, as well as language 
, are as pertinent to access to the developmental disabilities 
system as they are to all other segments of society. 
Frank D. Lanterman Regional Center is an example of the scope 
ethnic issues may have on the delivery of services to persons with 
developmental disabilities. It serves one of the most ethnically and 
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culturally diverse areas in California: 41% of its clients are 
1 are B 7% are 
as Nearly 53% of the individuals and use 
Regional Center not consider to 
language, compared to only 18% statewide. 
, Tagalog, Marathi, Hindi, Gujarathi, 
Arabic, Thai, German, French and Spanish. 
SUM OF IDENTIFIED PROBLEMS 
Testimony was presented by representatives from the Hi 
Vietnamese, Armenian, Filipino, African American, 
Paci and Chinese communities. 
1 . Multilingual services are necessary at IPP meetings and 
appointments with physicians, school personnel and 
providers. Regional center case workers for non-Engli 
speaking individuals and families frequently spend a 
of time translating information into a familiar language. 
However, the number of case managers with this ability are 
limited. 
bilingual services are not available, indi 
families often do not seek the services to which they are 
or do not participate as closely. The growth 
minority populations makes the competition by both the 
and private sectors for bilingual and culturally sensitive 
intense. 
process rights are often underutilized or 
to cultural patterns that may regard the questioning an 
authority figure inappropriate. 
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Summary of Public Recommendations: 
Require regional centers to focus outreach efforts on 
underrepresented populations. 
,. Regional centers and DDS should have personnel hiring and 
service provision efforts that reflect the needs of various 
ethnic populations. These efforts should be updated as new 
census data become available. 
@ Review the personnel hiring practices and affirmative action 
plans of regional centers, DDS, area boards and other related 
state agencies to ensure they stimulate the recruitment and 
retention of bilingual and bicultural staff. 
e Seminars, workshops and training sessiOns should be 
sponsored by regional centers, area boards and others to 
teach parents from ethnic-groups the tools to become their 
children's own advocates and to better work within the 
services system. 
e Developmental disabilities agencleS and organizational 
boards, such as regional centers, area boards, developmental 
centers and provider organizations, should represent their 
community's ethnic diversity. 
Conduct bilingual training sessions and public meetings for 
individuals and families whose ability to speak and 
understand English is limited or nonexistent. 
® DDS should establish a Minority Affairs Advisory Office to 
oversee and encourage other agencies, such as regional 
centers, area boards and developmental centers, to ful1y 
implement hiring and service programs reflecting the 
participation of minority communities. 
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2. Regional centers and other servtce agencies vary greatly 
written material they provide to 
families about their services, and many lack written material 
languages other than English. 
Summary of Public Recommendations: 
• For public information and education to be successful, 
multicultural and multilingual needs must be met 
• Evaluate the adequacy and accessibility of public 
information materials for language and cultural 
appropriateness. 
• DDS should develop, coordinate and translate brochures and 
other literature relative to the developmental disabilities 
system. 
3. The cultural and religious beliefs of individuals and families, 
such as differing nutritional habits or differing views on 
whether it is considered acceptable to seek outside services for 
a child with disabilities, affect service planning. Additionally, 
undocumented persons, such as migrant farmworkers, may 
concerned about their legal status if they seek assistance 
regional centers. These issues require culturally sensitive 
regional center services, including aggressive outreach. 
Summary of Public Recommendations: 
• Regional center case workers should have knowledge 
be sensitive to the culture and religious values of the 
individual families they serve. 
• Special outreach programs must be designed to overcome 
inherent distrust of government. 
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• Ensure that outreach efforts include working relationships 
with churches and medical practitioners within 
communities. 
• The Lanterman Act should reflect that, for ethnically diverse 
populations, the incidence of developmental disabilities is a 
family issue not an individual issue. 
4. Community residential, day and support servtces which are 
sensitive to cultural and language issues are extremely difficult 
to locate. 
Summary of Public Recommendations: 
• Regional centers should establish formal ties with minority-
based community networks and identify vendors with 
appropriate cultural and linguistic supports. They should 
also identify appropriate cultural environments in the IPP. 
The regional center core staffing formula and operations 
budget should contain resources to support facilitating such 
efforts. 
• In cooperation with state agencies, such as the Office of 
Small and Minority Business in the Department of General 
Services, service provider organizations and other 
government or private agencies should develop a statewide 
marketing plan to attract and encourage prospective 
minority business persons interested in serving citizens with 
developmental disabilities. 
• Ensure that training materials and instruction provided by 
the new Community Service Training (CST) program for 
residential service providers, currently a pilot program at 
Cypress College in Orange County, are ethnically sensitive. 
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• Train service providers to consider minority culture 
ly stems, communications, 
and education. 
• Ensure interdisci inary teams identify and incorporate 
cultural and language needs into the development of 
IPP. 
Provide more supportive services in the home and the 
community, such as in-home respite care and emergency 
out-of-home care and after-school and school vacation 
programs. 
5. Because many ethnic minority families live in poverty, 
environmental factors can contribute to a higher incidence of 
developmental disabilities. These factors include inadequate or 
non-existent prenatal care, poor nutrition, substandard living 
conditions, inadequate child care, family distress and low 
cognitive stimulation. 
Summary of Public Recommendations: 
• Provide prevention programs specifically tailored to these 
communities. 
6. Data are not available which give an accurate picture of the s1ze 
of different ethnic groups in the state and within each regional 
center catchment area. Since these are growing populations 
throughout California, adequate data are essential for effective 
planning. 
Summary of Public Recommendations: 
Conduct a population analysis to determine which ethnic 
groups are underrepresented as a service-receiving 
population. 
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• The state should gather adequate data about the incidence 
of developmental disabilities in various population 
subgroups and make corresponding adjustments in the 
planning and delivery of servtces. 
7. Despite a mandate for some boards to reflect the ethnic 
diversity of a community, many boards lack adequate ethnic 
minority representation. 
Summary of Public Recommendations: 
• Require and enforce ethnic minority representation on 
boards of SCDD, Protection and Advocacy, Incorporated, 
area boards and regional centers. 
• Establish ethnic minority advisory boards to SCDD and 
appropriate State agencies. 
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BCOMMITTEES' CONCLUSIONS AND RECOMMENDATIONS 
Every issue relating to the developmental disabilities services system 
discussed in this report has unique meaning for ethnic communities 
roughout California. From prevention through intake and eligibility 
assessment and the provision of services, many of these communities 
face significant language and cultural barriers. The system is poorly 
equipped to respond to the needs of these rapidly growing 
communities, and current planning is inadequate to meet future needs. 
1 a. Regional centers should increase their recruitment efforts to 
hire case managers who can provide necessary multilingual 
services. In the event that hiring of staff with specific linguistic 
skills may not be warranted due to a small number of clients 
representing a specific ethnic population, regional centers 
should contract with organizations or individuals who 
understand the developmental disabilities system and can 
provide bilingual and bicultural services. 
b. An Office of Minority Affairs should be established within the 
Health and Welfare Agency to monitor affirmative action 
programs and the development of written materials. 
The State Office of Minority Affairs should assist in the 
development of programs in colleges and universities which 
recruit ethnic minority students to the field of social work. 
d. After assessing ethnicity in all regional center catchment 
areas, DDS should provide technical assistance, as well as 
funding where necessary, to ensure that affirmative action 
programs are implemented at the local level. 
2 a. Regional centers should assess, with input from the 
community, their need for multicultural and multilingual 
informational materials and develop plans for meeting these 
needs, with assistance from area boards. 
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3 a. Specific outreach efforts should be made to undocumented or 
underserved populations utilizing such techniques as peer 
outreach workers in order to establish trust. 
b. When case workers interact with families from other cultures 
to plan services for an individual and family, they should 
understand the cultural and religious beliefs which may affect 
service planning. To develop a resource for the case worker 
and the family, the regional centers should encourage the 
formation of family organizations to provide peer assistance 
with the California developmental disabilities services system. 
When necessary, case workers could then seek the 
assistance of these organizations to encourage full 
participation of the individual and family in service planning. 
c. Funding should be provided to area boards to coordinate 
seminars and training sessions which encourage ethnic-group 
parents to become active advocates and partners in planning 
for the needs of their children. 
4 a. Area boards and regional centers should develop PDF 
proposals to provide services to multicultural and multilingual 
client populations. 
b. Regional centers should ensure that the process of 
developing IPP's includes consideration of culturally relevant 
services, including at-home and community-based recreation 
and training programs. 
5 a. Prevention programs specifically targeted at low-income 
ethnic minorities should have a higher priority. 
6 a. DDS and regional centers should routinely assess the 
changing ethnic composition of persons with developmental 
disabilities in the state. 
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7 a. Board memberships of SCDD, Protection and Advocacy, 
Incorporated, area boards and regional centers should reflect 
the ethnic composition of the community and/or state. Ethnic 
minority advisory boards for SCDD and appropriate State 




) one issue is the need to clarify the roles of agencies 
advocacy services such as the Council, area boards and 
Chair, Monitoring and Review Committee 
Council on Developmental Disabilities 
population is growing in California faster sometimes than the 
s and the appropriations available to meet that need and we 
getting more clients and are in fact unable to represent 
even all of those who have, in our opinion, very legitimate 
very legitimate claims. II 
Executive Director 
n and Advocacy, Incorporated 
fact that there are a number of agencies that have this 
and provide some assistance does not assure even a 
adequate level of advocacy to inform people about their 
the services available. II 
Nelson, Directing Attorney 
Health Advocacy Project in Santa Clara County 





Staff and worker confer at Economy 
Restaurant Fixtures, a community work 
site in San Francisco. 
Unique to California's human servtces delivery system is a conglom-
eration of publicly funded organizations providing advocacy services to 
persons with developmental disabilities. These organizations are 
charged with ensuring the protection of the human, legal and service 
rights of persons with developmental disabilities. 
Primary advocacy functions include information and referral, direct 
representation and system advocacy. While California's network of 
advocacy organizations is often referred to as a "tiered system" 
implying a progression of services, the lack of clearly defined roles and 
responsibilities for each organization has often hampered the 
effectiveness and efficiency of the system. 
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PROJEC'TJON AND ADVOCACY. INC. 
Developmental Disabilities Assistance and Bill of Rights Act, 
by Congress in 1975, requires each state to estab1ish a system 
protection and advocacy for persons with developmental 
disabilities. In 1978, Protection and Advocacy, Incorporated (PAl), 
a private, non-profit organization, was formed to fulfill this federal 
mandate in California. PAl's mandate was expanded to include 
persons with mental illness by the passage of the Protection and 
Advocacy for Mentally Ill Individuals Act, approved by Congress in 
1986. PAI primarily is supported by federal funding with 
approximately 25% of its budget currently coming from private 
sources. 
According to federal law, PAl must be independent of any servtce 
system or provider in the state; must have the authority to pursue 
legal, administrative and other remedies to protect the human, civil 
and service rights of persons with developmental disabilities; cannot 
be administered by the state planning council (in California this is 
the SCDD); and must be able to obtain access to records of persons 
who receive services when a complaint is received. Federal law 
further requires that federal funds allotted to PAl "supplement and 
increase the level of funds that would otherwise be made available" 
and will not supplant other funding. 
PAl's stated organizational goals include the protection and 
enforcement of human, civil, legal and service rights, and the 
enhancement of services to ensure independent, productive lives and 
to support self-advocacy whenever possible. Services provided by 
P AI include a toll-free hotline; information/resource referral; 
technical assistance and direct representation. Other PAl services 
include advocacy training, and monitoring, reviewing and 
commenting on regulations and legislation. 
Eligibility for PAl services is based on the federal definition of 
developmental disability. 
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1s governed by a thirteen-member Board of Directors, eight of 
whom (60%) are appointed by the Governor. A recently signed 
federal law will limit the number of gubernatoriald appointees in 
any state to 33%. Membership categories include persons with 
developmental disabilities and persons with mental illness, or their. 
family members; representatives of organizations in those fields and 
public members. 
STATE COUNCIL ON DEVELOPMENTAL DISABILITIES 
The State Council on Developmental Disabilities is established m both 
federal and state law. Its functions are primarily planning and 
coordination. It also has monitoring and investigatory authority. 
SCDD focuses on systemic issues and does not provide direct 
advocacy services to individuals within the system. It does, 
however, fund demonstration projects leading to system change. 
SCDD is a federally funded agency, and its scope is based on the 
federal definition of developmental disability. 
There are 19 voting members on the SCDD appointed by the 
Governor. Ten members are either persons with developmental 
disabilities, or their parent, conservator or guardian. Nine members 
are specified under law to be representatives of key State agencies: 
the Health and Welfare Agency, DDS, DOR, the Department of 
Education (DOE), the Department of Aging, the Organization of Area 
Boards (OAB ), a nongovernmental service organization, a higher 
education training facility and PAL 
AREA DEVELOPMENTAL DISABILITIES BOARDS 
California established the area board system in 1969. There are 13 
area boards located throughout the state. They were designed to 
meet the varying needs of communities significantly different in 
social, geographic, political, cultural and economic patterns and 
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resources. They were originally charged with planning, coordinating 
opment of services for persons with developmental 
Amendments to the Lanterman Act in 1978 expanded 
area board role to better meet advocacy assistance needs. 
to their planning and development functions, area 
were made responsible for protecting and advocating the 
persons with developmental disabilities; conducting and 
htating information programs to increase public and professional 
awareness and eliminate barriers to integration; monitoring the 
of publicly funded agencies for compliance with local, state 
federal laws, and pursuing remedies for noncompliance; 
activities designed to improve the quality of services; and 
g and supporting the participation of persons with 
developmental disabilities in all levels of the system. 
Although vested with a state mandate to address local needs, two 
inhibit the ability of area boards to address solely local issues: 
Funding is exclusively federal money allocated by SCDD. The SCDD 
uires the area boards to perform a variety of activities based 
on federal priori ties. 
scope of the area boards is determined by the federal 
tion of developmental disability. 
boards are composed of 12 to 19 members appointed by the 
cou boards of supervisors and the Governor. At least 50% of the 
county appointments must be filled by persons with developmental 
di ities, or their parent, guardian or conservator, with the 
nder representing the general public. 
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OTHER ADVOCACY RESOURCES 
In addition to PAl, SCDD and the area boards, advocacy for persons 
with developmental disabilities may occur formally or informally 
a variety of resources. 
In some communities, private non-profit organizations provide 
advocacy and legal representation to persons with developmental 
and other disabilities. Examples include the Disability Rights 
Education and Defense Fund and the Mental Health Advocacy Project. 
Many statewide and regional organizations also play an advocacy 
role. These include service providers, such as affiliates of ARC-CA 
and the California Association of Rehabilitation Facilities (CALARF); 
parent organizations, such as the Oaks Group and California 
Association of State Hospital-Parents Councils for the Retarded 
(CASH-PCR); and consumer organizations such as People First. 
Other advocacy resources include: 
• Clients' Rights Advocate: Each regional center is responsible for 
advocating client needs. While case managers are expected to 
advocate for their clients, each regional center and developmental 
center also is required to employ at least one clients' rights 
advocate (CRA) responsible for assuring the rights of all clients, 
induding applicants, are protected. 
• Ofik~of Human Rights: The Office of Human Rights, within DDS, 
provides technical assistance and support to the CRA's within the 
regional centers and developmental centers, provides in-house 
analysis of Title 17 client complaints, monitors and collects data 
on good cause denial of rights, accepts telephone and written 
incident reports from regional centers and developmental centers, 
reviews and analyzes proposed departmental regulations and 
investigates complaints of client rights abuse. 
- 46 -
• Independent Living Centers: There are 25 independent living 
centers (ILC's) which serve persons with disabilities, regardless of 
type of disability or age. The ILC's advocacy functions 
primarily on self-advocacy training and education. They 
federal, state and private funds and are administered by 
• The Client Assistance Program: DOR also administers the Client 
Assistance Program (CAP), which provides advocacy services to 
persons with developmental disabilities who receive, or who have 
applied for, employment-related services through DOR. 
RY OF IDENTIFIED PROBLEMS 
the plenitude of diverse sources of both system-related 
ocacy (designed to address systemwide issues) and individual 
advocacy resulting in improvements specifically intended for an 
vidual), virtually all parties agree that not all advocacy needs are 
met that the system is complex and confusing for those 
to use it. Testimony focused on a number of issues 
to the inadequacies of the advocacy system. 
It ts often unclear to individuals in need of advocacy services 
where to find appropriate assistance due to duplication of 
services, gaps in services and lack of information. 
While many organizations may provide advocacy services to 
persons with developmental disabilities and their families, the 
mandates outlined above governing these organizations are so 
broad as to pro hi bit a clear division of responsibility. In many 
areas of the state, different organizations may be performing 
same basic advocacy services while other advocacy 
functions may not be occurring at all. 
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Although some agencies m specific regions have entered into 
informal interagency agreements, most have not. Efforts 
among the primary organizations at the State level have not 
resulted in significant clarification of roles. 
The inability to reconcile the differing roles of advocacy 
organizations has had a profound impact on constituencies in 
need of advocacy services. According to PAl testimony, those 
with a good understanding of the system have become 
"advocacy shoppers," involving all advocacy resources in 
the same issue often with different advocates unaware they 
are working on the same case. On the other hand, significant 
testimony indicated many individuals in need of advocacy 
services are unaware such services exist, or they are not 
referred to the appropriate advocacy organization. 
One area board estimated that, for every one person who seeks 
its services, there are 10 in need of assistance, but who are 
unaware of available resources. There is a lack of even a 
minimally adequate level of information and referral regarding 
advocacy service·s provided by common community sources 
such as schools and medical care providers. 
This issue is further complicated because advocacy services 
vary greatly between communities. While most area boards 
appear to perform a mix of system-related and individual 
advocacy, some boards perform almost exclusively system-
related and others almost exclusively individual advocacy. 
OAB indicates this may be a result of area boards filling the 
gaps left by other advocacy resources in a given region. 
However, in at least one community, described as "rich in 
advocacy resources" for individual advocacy services, the area 
board focuses primarily on individual advocacy and does little 
ongoing system-related advocacy. 
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Summary of Public Recommendations: 
" Develop interagency agreements among publicly funded 
state organizations in order to maximize available resources. 
Clarify advocacy functions of major organizations through 
legislation. Division of responsibility should be based on the 
mandate, expertise, authority and resources of each 
organization. 
" Create a one-door entry to advocacy assistance. This could 
achieved by designating an existing organization and/or 
through the use of a toll-free referral phone number. 
" Make the area boards the formal point of entry into the 
advocacy system, responsible for intake, information and 
referral and informal assistance. Individuals requiring more 
direct representation should be referred to PAL 
• Recognize P A I tn state Ia w. 
• Advocacy organizations should contact each new regiona1 
center client/family. 
A state task force and/or local task force should be 
established to develop a client/family rights handbook 
which includes a discussion of resources. 
Increasing advocacy needs and caseload growth have not been 
matched hy increased funding. Conditions on federal funding 
the effectiveness of some advocacy organizations. 
te the availability of advocacy services from a variety of 
organizations, all advocacy providers agree they receive many 
more requests for services than can be accommodated. A 
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significant portion of the testimony pointed to a marked 
increase in the number of individuals who need advocacy 
services due . to increasing difficulty in establishing eligibility 
and securing adequate and appropriate servtces. 
While the number of persons identified as having a 
developmental disability has more than doubled in the last 12 
years, the actual number of staff positions available to area 
boards has decreased or remained the same. P AI has seen an 
increase in its caseload due to the addition of persons with 
mental illness to its mandate. However, due to limited federal 
funding, its caseload for persons with developmental 
disabilities has remained the same despite increased need. 
All three of the major advocacy organizations are hampered by 
conditions on federal funding. They suffer from a situation in 
which only a portion of their constituency, defined by federal 
law, is entitled to services under state law. Additionally, area 
boards complain that, although they are designed to meet local 
needs, they increasingly have been required to determine their 
arenas of activity based on the federal priorities set forth by 
the SCDD. 
Finally, in SCDD testimony, the issue was raised as to whether 
area boards are in violation of federal mandates because they 
provide direct services. There appears to be a legitimate 
debate over what constitutes "direct services," and federal 
funding could be jeopardized if the SCDD successfully. proves 
area boards are out of compliance. 
Summary of Public Recommendations: 
• Area boards should be state funded. 





Area boards should employ parent and client peer 
advocates. 
Area boards should have legal staff to assist and represent 
clients and families. 
• Self-advocacy training should be directly funded. 
• State general fund dollars should be used to supplement 
federal funding to ensure advocacy needs are being met. 
• State funds should be used to supplement the PAl budget. 
3. System monitoring and investigation is inadequate. 
Although the area boards have a mandate for system 
monitoring, they lack resources and authority to investigate 
agencies. Many area boards must forego system-related 
advocacy and rely on individual complaints to illustrate 
problems within the system. 
Additionally, the system designed to enable the area hoards to 
pursue legal remedies is burdensome and poorly designed. For 
example, area boards are required to cite an agency for 
noncompliance before conducting a public hearing in order to 
develop evidence of such finding. Further, the area boards are 
required to secure authorization for a finding of noncompliance 
from the SCDD, composed in part by representatives of the very 
agencies being monitored by the area boards. 
,'he investigating authority of PAl, established m federal law, 
has been challenged by DDS in the recent investigation of 
alleged abuse at Sonoma Developmental Center. 
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Summary of Public Recommendations: 
• Review and refine authority necessary for area boards to 
adequately perform their monitoring duties. 
• Clarify PAl authority in state law to conduct investigations 
based on federal mandates. 
4. Effectiveness of advocacy boards has been hampered by long 
delays and politicizing of appointments to the boards. 
In a senes of legislative hearings held by these subcommittees 
m 1989 and 1990, testimony was received which revealed a 
strong public perception that the Governor was making 
appointments to advocacy boards without respect to 
candidates' qualifications or interest in developmental 
disabilities. 
Extremely long delays by appomtmg authorities in making 
appointments to advocacy boards threatened the ability of 
these boards to establish a quorum in order to conduct 
business. Even where the appointment is mandated in State 
law, as is the appointment of the OAB chairperson, the 
Governor has delay.ed appointment for many months. 
Finally, agency representatives on SCDD often participate m 
decisions directly affecting their own agency. This 
overt conflict of interest was illustrated by the recent action of 
the Director of DDS, who seconded a motion to deny an area 
board's request to pursue a finding of non-compliance against 
DDS. 
Summary of Public Recommendations: 
• Define the pool of candidates for appointment to advocacy 
boards from which the Governor chooses by creating an 
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independent rev1ew board to ensure applicants are 
qualified. 
• Create legislative appointments to balance those made by 
the Governor so no one branch of government has a 
controlling appointment authority. 
• Remove voting privileges from agency and departmental 
representatives on the SCDD. 
• Strengthen the role of organizational recommendations for 
applicants to advocacy boards. 
5. CRA's within regional centers and developmental centers have 
a perceived conflict of interest as they are employed by a 
service-delivery agency. 
According to ARCA, the functions of the CRA's include 
consulting with regional center staff; representing a client's 
interest in judicial proceedings; investigating charges of client 
abuse; in-service training for regional center staff, client 
groups, families, care providers and community organizations; 
participation on the inter-d.isciplinary team; participation on 
human rights committees within regional centers and/or 
intermediate care facilities; review of program design and 
vendor program evaluations; direct representation of clients in 
appeals involving agencies other than the regional center; 
review of placements into developmental centers; and general 
legal assistance. 
Most testimony questioned the ability of the CRA's to 
effectively represent all client needs when the advocates are 
paid regional center and developmental center staff. This 
concern is heightened by the awareness that regional centers 
function under severe budgetary constraints and may, 
therefore, be motivated to limit services to clients. 
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Many argued that caseload stze and job description of the CRA's 
prevent effective advocacy even as it relates to the securing of 
generic services from agencies outside the regional center. 
Each regional center receives funding for one CRA. Therefore, 
the wide variation in population served by each regional center 
causes the CRA's case load size to vary from 1,600 to more than 
8,000 clients. 
Similar concerns were expressed about CRA's within the 
developmental centers although caseload size is not as great for 
them. 
While the majority of testimony found fault with the CRA's 
function remaining within the regional center system, both 
ARCA and DDS emphasized the benefits which include: ready 
access to client records and case management staff, historical 
perspective on both clients and facilities, access to professionals 
for consulting purposes, and ability to operate in a cooperative 
relationship with the regional center and DDS. 
However, ARCA acknowledges that a public perception of 
conflict of interest exists regarding the CRA's which may 
undermine the confidence of persons with developmental 
disabilities and their families. 
Summary of Public Recommendations: 
• Transfer the CRA function and funding to area board 
jurisdiction. 
• Utilization of an "ombudsperson" position within the regional 
centers in which the ombudsperson would function as a 
client liaison instead of a legal advocate. 
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• Create a separate ombudsperson component within the 
system for all agencies. Included in the ombudsperson's 
function would be the development of working interagency 
agreements with agencies participating in the system. 
$ Transfer the CRA function to PAl which would in turn 
contract with the area boards for this purpose. Cases 
requiring legal assistance would be referred to PAL 
• Require regional centers to contract out for CRA services 
(currently one regional center does contract with PAl for 
these services). 
• Maintain the internal CRA's within the regional center but 
cap caseload at a ratio of 2,000:1. Prohibit the CRA's from 
representing clients in cases against the regional center. 
• Require regional centers to develop a formal procedure for 
referring clients involved in an appeal against the regional 
center to an external organization for representation. 
6. An increasing use of attorneys by regional centers and 
developmental centers in fair hearings and appeals has 
increased the need for advocates with legal expertise, 
formalized the appeal process and shifted expenditures away 
from services. 
The use of attorneys m fair hearings is intimidating to 
persons with developmental disabilities, family members and 
lay advocates who lack legal expertise. Further, the use of 
attorneys has escalated the hearing process to a formal, 
courtlike setting not intended in the Lanterman Act. 
Attorneys' fees for fair hearings are not specifically funded and 
must come from funds allocated for other purposes. 
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Summary of Public Recommendations: 
• Require regional centers and developmental centers to pay 
for an attorney for the client if the agency uses an attorney. 
• Prohibit the use of attorneys at appeal hearings. 
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SUBCOMMITTEES' CONCLUSIONS AND RECOMMENDATIONS 
Advocacy services are necessary to ensure the human, legal and 
service rights of persons with developmental disabilities. As the 
service-eligible population continues to grow, the developmental 
disabilities services system becomes more complex and fiscal 
constraints increase, underscoring a rising need for advocacy 
services. 
Despite the availability of advocacy services from a wide variety of 
organizations, the need continues to exceed available resources. 
This is exacerbated by a lack of clarification of roles and 
responsibilities among different advocacy organizations, the difficulty 
constituents have in locating the appropriate advocacy resource, and 
the disparity between the increase of persons seeking advocacy and 
the lack of a corresponding growth in resources. 
1 a. The Lanterman Act should be amended to clarify the roles of 
various advocacy organizations in order to reduce duplication, 
maximize effectiveness in meeting California's advocacy 
needs and lessen public confusion over what advocacy 
services are available to them. 
2 a. Advocacy staffing ratios should be based on a formula which 
reflects growth in the population of persons with 
developmental disabilities as well as geographic areas of 
responsibility. 
b. A review of federal and state mandates should occur to 
determine if federal funding alone is adequate to meet these 
mandates. 
3 a. The Lanterman Act should be amended to define the authority 
and access of area boards in conducting independent 
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systemic monitoring and review. The Lanterman Act should 
be amended to define the authority and access of PAl in 
conducting investigations into alleged abuse. 
4 a. Strict qualifications and eligibility requirements should exist for 
advocacy board members. 
b. Appointing authorities for advocacy boards should be held 
accountable for making timely appointments. 
c. The OAB Chairperson should become a voting member of 
SCDD upon assuming office. 
d. Representatives of state agencies should be excluded from 
serving as voting members of SCDD. 
5 a. CRA's within the regional centers and developmental centers 
have an inherent conflict of interest when required to advocate 
against the organization that employs them. Therefore, the 
CRA's function should be either transferred or contracted out 
to another agency. 




regional centers are a decentralized way of providing services 
the cause, frankly, of some of the criticisms that you heard 
us. At the same time, I think it's a source of our major 
strength." 
Baldo, Executive Director 
Northern Regional Center 
there is one thing that I have learned it is that you cannot take 
ng for granted and just because it's a law, does not mean that 
child is necessarily going to receive that service." 
Martha Morrissey, Parent 
was an expression of a good deal of fear of loss of services or 
difficulty in obtaining services because of regional center 
nistrative or case worker intimidation." 
Mike Jamieson, Associate Executive Director 
- San Diego 
had so little information. In fact, we never heard of the 
center until the school district told us about it." 
Agnes Gusnard, Parent 
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BACKGROUND 
Regional centers were first established as pilot programs in California 
in 1965 and expanded statewide with the passage of the Lanterman 
Mental Retardation Services Act in 1969. Regional centers were 
designed to assist California in developing community-based 
alternatives to institutional care and to serve as a fixed point of 
entry to services for persons with developmental disabilities. These 
services were to be delivered on a planned and coordinated basis 
throughout the lifetime of the individual. 
Regional centers are private, non-profit organizations governed by 
volunteer boards of directors which contract with the State to 
provide services within specified geographic regions. There are 
currently 21 state-funded regional centers in California. 
The following summary includes further background information 
specific to each section. 
SUMMARY OF IDENTIFIED PROBLEMS 
1. Eligibilty. Intake and Assessment 
Regional centers are responsible for determining eligibility for 
services based on California's definition of developmental 
disability. A review of regional center fair hearing reports by 
DDS shows 29% of all fair hearings in 1987 related to whether 
or not a claimant met the Lanterman Act definition of 
developmental disability. 
Eligibility criteria are applied differently throughout the state; 
as a result, an individual receiving services through one 
regional center may be deemed ineligible by another. 
According to testimony from ARCA, "A determination of 
whether a substantially handicapping condition is due solely to 
a developmental disability or, instead, to a psychiatric disorder, 
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can be difficult," and professionals often differ in their opmton. 
, there appears to be a strong reliance on IQ scores to 
eligibility. 
Particularly difficult is the fifth category of developmental 
in the California definition, "handicapping conditions 
found to be closely related to mental retardation or to require 
treatment similar to that required for mentally retarded 
individuals." Of the disputes relating to eligibility, those based 
on s category are the basis for the majority of fair hearings, 
according to ARCA. According to SCDD, there is an 
un ingness to apply the fifth category of eligibility. 
Regional centers are required to conduct, within 15 days, an 
face-to-face interview to begin the intake and 
assessment process. Reviews by DDS show that nearly one-
half of all regional centers exceed the 15-day mandate. In 
tion, DDS has determined that two-thirds of the regional 
centers are unable to meet the mandated 60-day deadline for 
completing the intake process (IPP development). 
Barriers to meeting the state mandate for timely assessment 
intake include an overwhelming increase in the number of 
lients needing assessment (according to DDS, those for whom 
ical care is a primary need increased 80% in five years and 
those diagnosed as autistic increased over 400% in five years); 
unavailability of eligible applicants for key core staffing 
itions; and difficulty in recruiting qualified bilingual staff. 
tionally, regional centers are required to provide services 
to persons at high risk of parenting a child with developmental 
sabihties and any infant at high risk of acquiring 
developmental disabilities. However, regional centers often 
have rlifficulty in reaching a determination of risk by the age of 
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36 months as required by state law. Infants at risk, the fastest 
growing client group served by regional centers, require costly 
multi-agency intervention and services. 
Summary of Public Recommendations: 
• Clarify the legislative intent and diagnostic criteria for 
individuals who may qualify for services under the fifth 
category of developmental disability under the California 
definition. 
• Establish a statewide evaluation process to ensure 
uniformity of assessment tools. 
• Eligibility, once established, should remam intact regardless 
of which regional center provides service. 
• Penalize regional centers which fail to inform potential 
clients/families of appeal rights. 
• Re-evaluate the 36-month cut-off age for infants at risk who 
are eligible for regional center services. 
• Re-evaluate the 1:14 intake staffing formula to determine if 
it is adequate. 
• Enhance the coordination with other agencies to avoid 
assessment duplication. 
2. Individual Pro~ram Plan 
The IPP, required for each regional center client, identifies 
abilities, assesses needs and prescribes those services 
necessary ". . . to prevent or minimize the institutionalization of 
persons with developmental disabilities and their dislocation 
from family and community, to enable them to approximate 
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pattern of everyday living of nondisabled persons of the 
same age and to lead more independent and productive lives m 
community." 
IPP is developed by an interdisciplinary team which may 
regional center representatives, the person with 
developmental disabilities and his/her parents or legally 
authorized representative, if appropriate. Input from the 
c ient's primary service provider(s) or other persons who have 
an important role in evaluating or providing services is 
required to be sought when appropriate. The IPP must be 
completed within 60 days of determination of eligibility and at 
yearly thereafter. Objectives in the IPP arc to be stated 
measurable terms and are time limited. 
reviews indicate that over half of all regional centers have 
serious problems in developing adequate IPP's, citing 
objectives which are not measurable and are inconsistent with 
other client plans developed by other service providers such as 
schools. Significant concern has been expressed that IPP's arc 
not being developed on the basis of individual need but instead 
upon the availability of the services and financial resources. 
Moreover, very little change is made to IPP's in yearly reviews 
raising questions as to whether they arc currently contributing 
significantly to progressive and positive change for an 
individual. 
Summary of Public Recommendations: 
Clarify and require the participation of all significant 
persons in the JPP development process. 
• IPP's should specify areas of client control (e.g., personal 
finances). 
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• Require regional centers to parttctpate m the development 
of other providers' client plans to ensure consistency with 
the IPP. 
• Other providers' client plans should be 
IPP. 
to 
• Require the IPP's to reference all serv1ces necessary to meet 
client needs, not only those which can be met with existing 
servtces. IPP's should then be used to construct the 
resource development plan. 
• Transition planning should be mandated and enforced m IPP 
development. 
• IPP's should offer a full range of options enabling persons 
with developmental disabilities to realize their choices. 
• IPP's should discuss supported living as well as supported 
work. 
• Create an IPP section for parental/consumer needs not 
otherwise discussed in the document. 
• Regional centers should methodically track unmet needs and 
should be exempt from non-compliance if needs are not met 
in a given timeline. 
• Non-compliance in meeting IPP specified needs should 
result in penalties. 
• Create a method of periodic examination of each regional 
center's IPP development and review process to ensure 
proper IPP's are being developed and maintained. 
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Case Management 
regional center system Is rooted in a case management 
to providing services. Each regional center client is 
a case manager, formally known as a client program 
(CPC), who is responsible for assuring that the IPP 
implemented by identifying and arranging for services; 
eeds. 
all needs of the client; monitoring, modifying and 
ng service delivery; documenting clients' records and 
other functions as they relate to meeting client 
According to DDS figures, the last eight years have seen a 53% 
in regional center clients. While the DDS core staffing 
for case managers sets caseload at I :62 ratio, the 
caseload average is 1:75. Caseload also is impacted by 
increases in tasks and responsibilities for case managers which 
have occurred over the past several years without adjustments 
to caseload size. The caseload problems are aggravated by high 
turnover due, in large part, to the difficult workload and 
wadequate compensation. 
According to state law, "Nothing shall prevent a person with 
opmental disabilities or such person's parent, legal 
guardian or conservator, from being the program coor-
dinator. ... " While ARCA testimony acknowledges that parents 
who function as CPC's report a great deal of satisfaction from 
r involvement in their children's program, they are quick to 
t out that use of parent program coordinators does not 
regional ~:enter workload. 
argues that the level of supervision required to support 
ts as program coordinators is significant, because they are 
not full time employees and lack access to incidentaJly acquired 
information. Regional centers are held equally accountable for 
ity of documentation regardless of who is the CPC. 
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Parents complained of the procedure used by some regional 
centers in assigning case managers based on placement rather 
than assigning them to particular clients. This practice often 
results in regularly changing case managers who are unable to 
become wholly familiar with clients' needs. 
Summary of Public Recommendations: 
• Re-evaluate the core staffing formula allocation 
methodology to reflect actual workload requirements and 
either increase case management staff or modify current 
workload. 
• Establish regional and/or statewide information systems on 
programs and service availability to assist case managers 
and clients or their families. 
• Require regional centers to provide adequate training and 
support to encourage parents to become program managers 





Pay parents to be case managers . 
Make it possible to deactivate cases with minimal red tape 
especially for school-aged children. 
Make it impossible to activate/deactivate cases. Regional 
centers should be responsible for ensuring client needs are 
met regardless of which agency is responsible for the 
provision of direct service. 
Assess ways to strengthen client-case manager relationships 
to ensure maximum advocacy and understanding of client 
needs. 
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• Conduct a review of paperwork requirements for case 
workers to ensure the requirements are of overall benefit to 
clients. 
Increase . . training for caseworkers. m-servtce 
• Require credentialing of caseworkers. 
"' Establish advisory panels comprised of regional center case 
managers, persons with developmental disabilities, 
culturally diverse family members, and a representative of 
area board to assist in the creation of comprehensive 
training programs for new case managers. 
Quality Assurance and Monitoring 
Regional centers are required by state law to " ... conduct 
vities including, but not limited to . . . identification of 
meffective services and services of poor quality, identification 
programs which may not be in compliance with local, state 
federal statutes and approved regulations." Additionally, 
regional centers are required to monitor client progress 
ng to their IPP. CPC's are required to conduct face-to-face 
contact with all clients residing in community care facilities no 
less than quarterly. 
Both service providers and parents argue that regional center 
expectations are not clear and that standards and regulations 
are often applied differently among regions. Also, regional 
center requirements often conflict with licensing requireme.nts 
I down by other agencies. 
1ce providers and family members expressed a common 
concern that the regional center had unchecked authority 
rough their vendorization and placement authority. 
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Testimony indicated implied threats were made by some 
regional centers against programs and families 
boat," questioned the appropriateness of client placement or 
took other actions viewed to be "disruptive" by regional 
centers. Examples of threats included lack of referrals for 
client placement, cancellation or non-renewal of contracts and 
denial or delay of services. Cases of favoritism were also cited. 
In other testimony, concerns were raised that substandard 
programs were being allowed to function without corrective 
action because the regional center had few alternative 
placements available for their clients. 
Service monitoring is primarily a function of the case manager 
and concerns have been raised as to their ability to adequately 
perform this task given their caseloads and multitude of 
responsibilities. DDS indicates a $3 million allocation was made 
to regional centers in the 1989-90 fiscal year in order to 
increase monitoring staff and suggests that the new Alternative 
Rate Model (ARM) regulations will allow for further staff 
enhancement for the purposes of monitoring. 
Summary of Public Recommendations: 
• 
Evaluate the core staffing formula to ensure adequate 
resources are available to conduct monitoring, technical 
assistance and training for vendors. 
Set statewide quality assurance standards based on client 
outcomes, such as independence, productivity and 
community integration. 
• Require interagency agreements to ensure that multiple 
agency requirements are not in conflict. 
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• Remove the program development function from regional 
center responsibility to reduce the conflict inherent in 
ing a placement agency responsible for development and 
toring. 
• appeal of a placement decision should be resolved before 
a client is moved. 
• Proper notification should occur pnor to any changes m 
services. 
{I boards should take over the quality 
assurance/monitoring function. 
Public Information and Education/Outreach/Casefinding 
Although regional centers are required to conduct public 
information, educational and casefinding services, all parties 
this is not accomplished to the degree necessary to 
ensure persons with developmental disabilities and their 
families are made aware of available services. 
Testimony was received from many parents who were not 
aware of the regional center after giving birth to a child with 
developmental disabilities. In some cases, knowledge of the 
regional center did not occur until children reached school age 
or beyond. This appears to be especially true within minority 
ommunities where language and cultural barriers may exist. 
testimony indicates that efforts are under way to refine 
methods of reaching new populations. The department 
owledges that barriers to reaching these families include 
unavai1abihty of specialized regional center staff in a 
competitive job market and the failure to develop effective 
information strategies due to limited funding. 
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DDS testified that " ... our success in prevention 
area of public information and II 
the constraints 
with 
statewide priorities marketing 
Summary of Public 




• Augment regional center operating budgets to include funds 
for the development and distribution of consumer-friendly, 
multiple-language materials for public education. 
• Direct DDS to develop a comprehensive statewide mass 
media campaign to publicize regional center services. 
• Increase coordination at the State and local levels among 
agencies sharing service responsibility. 
• Provide information and training to medical professionals 
who are in a position to make referrals to regional centers. 
• Establish a central hot line phone number for system 
information and referral. 
6. Resource Development 
Regional centers are responsible g and 
future service needs for persons with developmental 
disabilities within their catchment area and for developing 
resources to meet these needs through the vendorization 
programs and individual service providers. 
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development includes the recruitment and retention 
service providers, ongoing training of providers, 
equitable rates, enhanced technical assistance, 
funding and low cost financing. 
regional center mandate, communities lack a broad 
services required by persons with developmental 
and their families. Testimony frequently touched on 
programs to integrate persons with developmental 
throughout the community through independent 
supported work and supported living arrangements. 
, persons with developmental disabilities are provided 
based on program availability instead of individual 
used by regional centers in assessing needs IS the 
Unmet Needs Assessment form completed by parents 
providers. Concerns have been raised that this 
methodology of determining needs has been weakened by low 
rates of the forms and by inaccurate information 
from them. 
s have also been expressed over the increasing use of 
out existing facilities which face closure due to 
uate rates. 
of Public Recommendations: 
should be limited to the development of integrated 
ms. 
resource developer should be maintained through PDF at 
h regional center. 
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• Provide competitive rates to vendors that are adequate to 
cover costs them to 
qualified, trained staff. 
• Provide 
geographic areas of the state as as within a 
community. 
• Aggressively explore the development of support as 
an alternative to developing program (e.g. supported 
living, family support). 
• Commit funds to regional centers and DDS to plan for 
changing client resource needs and estimate realistic costs 
for new population services. 
• Prohibit the use of PDF to bail out existing facilities. 
• Local area boards and regional centers should jointly 
determine PDF expenditures. 
• Area boards should control PDF. 
• Parents should be informed of how PDF is spent. 
• Regional centers lacking fundamental and generic services 
should be highly ranked for PDF allocations. 
7. Development of Innovative Programs 
Regional centers are responsible for arranging services from 
either DDS-approved categories or generic agencies. For 
individuals with developmental disabilities or their families 
whose service needs cannot be met with existing resources, few 
alternatives exist. 
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Lanterman Act states, "It is the intent of the Legislature to 
encourage regional centers to find innovative and economical 
achieving the objectives contained in individual 
plans .... " The law directs DDS to " ... encourage and 
st regional centers to usc innovative programs, techniques 
staffing arrangements to carry out their responsibilities." 
te this mandate, little innovation in programming occurs, 
regional centers are primarily forced to provide services 
a limited number of DDS-approved service categories. 
Summary of Public Recommendations: 
* Provide funding and aggressively support the development 
and evaluation of innovative programs and new vendor 
categories. 
• Create a voucher or direct cash subsidy system allowing 
individuals with developmental disabilities or their families 
to decide where to purchase required services. 
Support the flexibility needed by regional centers to 
respond to local and individualized community needs. 
• Re-evaluate the provision in the Lanterman Act which 
disallows regional centers from providing specifically 
tailored services that are currently provided by other 
generic services. 
Regional centers should have mobile metlical vans to 
provide services and testing for undcrserved populations. 
8. Funding 
Tied to aJI of the regional center functions discussed above is 
question of adequate funding. While addressed more 
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thoroughly in the chapter devoted to funding tssues, the 
following are some specific funding problems relating to 
regional centers: 
An open-ended system creates 
for regional centers which provide services within a closed-
end budget. 
DDS budget practices are out of sync with the legal mandates 
of the Lanterman Act. 
As defined by DDS, regional center operations budgets 
include regional center direct services such as case 
management. This results in a public misconception of 
excessively high administrative costs. 
Direct services to clients have suffered because operations 
budgets have not kept pace with inflation, caseload growth 
and additional workload requirements. 
Continued efforts of the state to secure Title XIX 
reimbursements for targeted case management services 
have resulted in yearly regional center operations budget 
deficits. 
Summary of Public Recommendations: 
• Establish a task force to define service entitlements and to 
develop funding standards in all service areas. 
• Abandon inappropriate budgeting methodology in favor of 
methodologies relevant to fully funding the entitlement 
program. 
• ARCA and DDS should develop a process to deal with deficits 
in a timely and constructive manner, including DDS 
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abandoning the practice of forcing regional centers with 
deficits to transfer vital direct service dollars to purchase of 
services. 
and DDS should develop a meaningful and realistic 
resource development planning process, recognizing existing 
unserved and underserved persons and programs. 
<~~ should administer all POS funds, and other 
operational/case management funding should be 
administered by regional centers. 
• Create a nonprofit organization to manage POS funds with 
other operational/case management funding remammg 
under regional center administration. 
9. Other Issues 
A common thread of testimony provided by im:lividuals with 
velopmental disabilities, their families and service providers 
was that regional centers have become overly bureaucratic m 
their performance and relationship with their clients. 
s perception IS heightened by the existence of large regional 
center staffs unable to adequately meet the needs of their 
clients, regional center office buildings located in high rent 
areas while many community programs are found in low 
income areas, self-appointing regional center boards of 
directors, and a lack of communication regarding rights and 
!able services. 
raised issues relating to the increasing hardship caused 
inadequate core staffing formulas. For those positions 
the allocation is based on staff-to-c) ient ratios, the 
formula has not been modified since its inception, despite 
in mandated tasks. 
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Additionally, s are all without 
rationale or relationship to workload. For example, 
regional center is allocated one clients' rights advocate, one 
resource developer and one prevention coordinator · 
regard to population or geographic area served. 
Summary of Public Recommendations: 
• Periodic surveys of persons with developmental disabilities, 
their families and service providers should be taken to 





Persons with developmental disabilities and/or their 
families should participate in case manager assignments. 
All regional center core-staffing formulas should be 
evaluated and revised to ensure appropriate levels of 
service. 
In order to reduce regional center duplication, a revtew 
materials, procedures, reporting systems and outreach 
practices should be done to identify areas where state 
support is prudent. 
Regional centers should use a centralized computer resource 
system. 
• Regional centers should have standardized procedures for 
vendorizations, billing and payment to ensure consistency 
for service providers who contract with multiple regional 
centers. 
• Regional centers should be penalized for failure to comply 
with the Lanterman Act and related regulations. 
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• More regional centers are needed to ensure responsiveness 
to smaller constituencies. 
... control of regional centers by DDS should be 
developed. 
* DDS should assume all regional center functions. 
"" Reward creativity and innovation. 
Regional Centers should be subject to three-year 
performance contract renewal. 
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BCOMMITTEES' CONCLUSIONS AND RECOMMENDATIONS 
centers are a key component of the Lanterman Act, offering 
which is meant to ensure the clients' individual needs are 
that a centralized state agency is not capable of doing. 
the years since their inception, regional centers have 
by increasing responsibilities without parallel staff 
inflexible directives and service categories from DDS, a 
community service system, and a growing sense of distance 
their constituency. 
niform practices methodologies should be developed to 
reduce disparities in eligibility requirements. 
Regional centers should distribute a comprehensive 
catalogue of mandated services to all clients and their families. 
c. The 36-month cut-off age for infants at risk should be 
eliminated so that services are provided as long as a child 
remains at risk. 
The core-staffing formula for regional center intake and 
assessment should be reviewed to determine if it is still 
adequate. 
Regional center planning should project and assess the needs 
of new populations of persons with developmental disabilities. 
IPP's should reflect all the service needs of the client. This 
should include a discussion of unmet needs. 
regulations should be reviewed to ensure adequate 
evaluations of regional center IPP's. Corrective steps should 
be required and monitored for regional centers which 
inadequately develop and review client IPP's. 
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All client plans should be jointly developed among all service 
and to ensure consistency 
client needs. However, regional centers should have primary 
responsibility for ensuring all plans are consistent and 
describing needs, desires and 
d. IPP's should reflect the Lanterman Act's mandate to define 
measurable objectives which are designed to assist persons 
with developmental disabilities to live, work and play in the 
community. 
3 Case management caseloads should be capped at a level 
which allows maximum involvement with the client, 
understanding of client needs and the ability to meet those 
needs. 
b. An assessment of paperwork required by case managers 
should be done to assure these tasks are necessary to the 
provision of and planning for services. 
Continuing education and training of case workers should be 
funded. 
Family members should be encouraged be case managers 
for their minor children and for their adult children when it is 
desired by the person with a developmental disability. 
Since regional centers should ensure the delivery of service, 
regardless of lead agency responsibility, deactivation of cases 
should only occur with the expressed consent of the client 
and/or family. 
f. Regional center staffing should include 24-hour/7 -day-a-week 
crisis intervention resources. 
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Community Care Licensing (CCL) and regional centers should 
work together to reduce conflicts in program requirements. A 
system of conflict resolution should be developed by 
interagency agreement between the Department of Social 
Services (DSS) and DDS. 
b. Quality assurance guidelines should be reviewed to ensure 
they reduce the possibility for misuse of placement and 
monitoring authority of the regional center. Every effort should 
be made to minimize disruptions to client services when 
facilities close. Program standards should be based on client 
outcomes. 
5 Information and training should be provided to non-system 
personnel who are in referral positions, especially the medical 
and educational communities. 
b. DDS, in conjunction with statewide advocacy organizations, 
should develop and implement a strategy for statewide 
outreach and education, including the development of 
consumer-friendly, multi-language materials. 
Regional center funds should be specifically earmarked for 
information and educational services. 
A concerted effort should be made to ensure that outreach 
and education is occurring within minority communities. 
The formula for new services should be re-evaluated to 
ensure funding adequately reflects service costs. Funding 
formulas should allow for differential costs in various statewide 
and local geographic regions. 
b. PDF funds should not be used to bail out existing programs. 
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c. Area boards should have greater authority in determining PDF 
expenditures, in conjunction with regional centers. 
d. PDF should be limited to the development of services which 
assist persons with developmental disabilities to live, work 
play in the community. 
e. A strategic planning model should be developed to better 
determine client needs and estimate related costs for meeting 
these needs. 
7 a. Testing of alternatives to existing placement models should 
occur including, but not limited to, a voucher system, 
professional parent model, foster families, paid roommate 
program and supported independent living. 
8 a. ARCA and DDS should develop methodologies to better 
predict and address budget deficits. 
b. Transferring operations dollars to purchase of service should 
be discouraged. 
c. DDS should develop its budget based on the full 
implementation of IPP's. 
d. A strategy should be developed to identify and address the 
budget needs of existing unserved and underserved 
populations. 
e. The feasibility of payment for services by a centralized 
agency, to eliminate the conflict inherent in having the regional 
center both identify and fund services to meet client needs, 
should be assessed. 
- 82 -
9 a. The purchase of office space for regional centers should be 
considered if a long-term savings to the state would be 
realized. 
b. Stricter criteria should be developed to ensure that regional 
center boards adequately represent the constituency groups 
they seNe. This should include mandating client repre-
sentation on all regional center boards. 
c. All staffing formulas for regional centers should be reviewed 
and modified to ensure adequate staff resources exist for 
regional centers to meet their mandates. 
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COMMUNITY RESIDENTIAL SERVICES 
my perspective the system has not recognized the 
of being a residential care provider and the fact that 
honorable and worthy profession that deserves 
and not to be asked to lose money every year." 
Poindexter, Executive Director 
Gabriel/Pomona Regional Center 
today I come literally holding in my hand the names of 
who after Christmas, I'm going to be telling them that 
closing one of our homes. We are literally renting it out to 
money to keep the other (home) afloat." 
Imrie, Executive Director 
Explored 
the . . . annual report to the Legislature which proposes 
rates for the upcoming year ... will rely on (the) 
cost analysis completed by Price-Waterhouse .... " 
Nelson, Deputy Director 
epartment of Developmental Services 
" . . the (Price-Waterhouse) report itself doesn't deal with 
of care. My perception is it would have been 
inappropriate to ask accountants to deal with those issues." 
Pitchford, Branch Manager 
epartment of Developmental Services 
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BACKGROUND 
Using the ATM is part of living zn the 
community. 
The Lanterman Act envtswns a community service system which meets a 
full range of individual needs for persons with developmental disabilities. 
Stable and quality residential living options were meant to be a 
cornerstone of this system; without it, few other components of the system 
can function well. 
However, as the service system evolved, California chose to favor a limited 
number of residential options instead of exploring a more creative 
approach which could allow for more tailored services. Existing residential 
options, often designed to meet the requirements of funding sources, allow 
for little flexibility or innovation in meeting the needs of persons with 
developmental disabilities. 
Regional centers are responsible, through the IPP process, for identifying 
residential needs for each client. Case managers are then charged with 
finding the appropriate residential program to meet those needs. Regional 
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Financial planning is an important part of a residential services 
program in San Francisco. 
centers vendorize providers within program categories determined by DDS. 
Rates, per client, for residential programs are set by DDS. While some 
program standards are set by DDS, myriad regulatory agencies may also 
set regulations defining program and plant requirements. 
All segments of the developmental disabilities community, including DDS, 
identify appropriate residential resources as the highest priority for the 
system. Yet despite this overwhelming recognition, there is a severe 
shortage of quality residential facilities serving persons with 
developmental disabilities, including those with significant behavior 
problems, persons who are medically fragile and/or profoundly retarded. 
Services for children are particularly lacking. Due to the shortages, 
individuals are increasingly asked to enter facilities outside of their home 
community, and many facilities are segregated within communities. For 
those services which exist, questions often are raised as to the quality of 
care provided as well as the appropriateness of care in addressing needs 
and growth. 
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SUMMARY OF IDENTIFIED PROBLEMS 
1. Economic Problems 
The community residential system is comprised of private for-
profit and private non-profit operators. As California has 
moved to reduce the population in its developmental centers 
and as the number of persons with developmental disabilities 
has increased, the need for residential care facilities has 
expanded. 
However, dramatic increases in housing and real estate costs 
throughout the state have presented barriers to the 
establishment of such services and/or have resulted in the 
segregation of facilities into low-cost regions in the state and 
within communities. 
Although housing and related costs have steadily risen over the 
years, state-paid rates to residential service providers have not 
increased in five out of ·the last seven years. Service providers 
are incurring significant financial losses, resulting in a lower 
quality of care and, in some cases, closure. When closures 
occur, persons with developmental disabilities are increasingly 
finding their only alternative placement is in a developmental 
center. 
Financial disincentives to potential residential service 
providers are even more pronounced when addressing highly 
specialized behavior programs or services for persons with 
acute medical needs. Some rates paid by other social service 
systems exceed those paid by DDS. Wholly inadequate start-up 
funding support has resulted in a lack of response to "Requests 
for Proposals" (RFP) issued by the regional centers in many 
areas of the state. 
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s extstmg facilities struggle with rising costs and stagnant 
rates, facility owners are unable to offer competitive salaries to 
1r direct care staff. This has resulted in staggeringly high 
turnover rates and inadequately trained and motivated 
care staff which, in turn, has had a direct impact on 
serv quality. 
Summary of Public Recommendations: 
• Provide adequate rates to residential serv1ce providers to 
cover costs of recruiting and retaining qualified and trained 
staff. 
. . 
.. Rates should reflect differential costs m vanous geographic 
areas within the state and individual communities. 
• Modify Medi-Cal to permit extended funding in sub-acute 
level of care facilities beyond the current 90-day period for 
individuals requiring such level of care. 
• Develop an array of readily available alternatives for start-
up funding to service providers, including low-cost and/or 
interest-free loans and the leasing of state-owned property. 
• facilities should be funded at a rate which takes into 
account periodic vacancies m placement. 
• facilities should be funded at a rate which takes into 
account regular, scheduled school vacations for residents 
who are age 22 or younger and attending school. 
" ilitics should he funded at a rate which takes into 
account residents' specialized needs to remain 111 the facility 
during the usual day programming hours. 
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• A statewide task force should be created to examme the rate 
structure and make recommendations for modification. 
• Require that facility direct care staff receive the wage DDS 
presumes in rate development. 
• The state should carry mortgages on non-profit community 
care facilities to ensure viability. 
• DDS should provide technical assistance for care providers 
seeking funding from sources such as the federal Housing 
and Urban Development Department. 
• Per-client funding for community care should be the same 
as that for developmental center residents. 
2. Conflicting Regylatory Requirements 
-,. 
Residential service providers must meet regulatory 
requirements designed by a variety of agencies. These 
agencies often conflict in their directive to service providers. 
In some cases, particularly with CCL, agency representatives 
are inconsistent in their application of regulations, causing a 
wide variation in requirements among communities. 
Additionally, a non-funding agency such as CCL may have 
requirements which are difficult to meet under the rate paid 
by a different funding agency, such as a regional center. 
Summary of Public Recommendations: 
• Revise those licensing requirements which are rigid and 
which prevent children from living safely in the community. 
• Develop a mechanism for resolution of conflicts between DDS 
and other regulatory entities such as fire marshals and the 
- 90 -
Department of Health Services (01-IS), the Department of 
Mental Health (DMH), and DSS. This should include 
restructuring of current evaluation processes to prevent 
unnecessary closure of facilities while supporting the 
necessary authority to respond appropriately to facilities 
providing substandard care. 
Quality Assurance 
Persons with developmental disabilities and their families have 
a right to expect stable, quality services in the community. 
Without such services, they can have no real hope of achieving 
the promise of the Lanterman Act. Yet a common theme of the 
SR 9 testimony reflected a system dangerously lacking in both 
stability and quality. 
Appropriate placements are increasingly difficult to find. 
Many are available only outside of the home community or are 
segregated within the community. Once placed, residents are 
constantly faced with the threat of eviction due to closure. 
Many parents of children residing in the developmental centers 
cited an unstable community care system as their reason for 
opposing community placement for their children. 
While inadequate funding appears to be a major barrier to 
stability and quality, other issues also have a significant 
impact. Residential services are rarely designed to meet the 
individual needs of residents and are not always based on 
client outcomes. Training of direct care staff is lacking 
systemwide. Parents often are uninformed about historical 
problems with the facilities serving their children. 
For-profit. owner-operated facilities seem particularly unstable 
to many parents who are concerned that the facility may close 
due to owner retirement or other personal reasons in addition 
to the economic reasons cited above. 
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The long-awaited ARM program was proposed as a remedy for 
the n;sidential care crisis, promising both improved rates and 
quality assurance standards. Yet as ARM has been 
implemented in regions throughout the state, it has become 
apparent that this new method of meeting client needs is 
equally as rigid as the existing system with rates not reflective 
of actual costs. 
In planning and design, ARM appears hopelessly flawed. ARM 
was based on a study which, among other problems, linked 
proposed rates to how programs historically spent inadequate 
funding and which did not consider the quality of services in 
determining proposed rates. 
In spite of these flaws, DDS's testimony promised its budget 
proposal to the Governor would ease the community's concern 
with ARM. However, in the budget for 1990-91 the Governor 
vetoed the rate increases and red circling in ARM, eroding what 
little hope ARM held for the community. 
Summary of Public Recommendations: 
• Create small, community-based, state-owned and operated 
or leased facilities. 
• Require the state to temporarily operate residential facilities 
threatened with closure until they can be stabilized and/or 
taken over by another operator. 
• Establish a statewide task force to set standards for owner-
operated facilities which are becoming staff operated. 
• The number of hours of structured programming/direct 
services and staffing levels in facilities should be 
individually determined by the IPP. 
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"' state should revise current licensing regulations which 
discourage children who are medically-fragile from living in 
community. 
Residential service providers should have incentives to 
move persons with developmental disabilities toward 
ndependence and/or Jess restrictive settings. 
"' DDS and regional centers should enter into agreements with 
titutions of higher education to support the recruitment 
training of professional residential service providers. 
"' Require state-funded training for all direct care staff. 
Direct care staff should be certified. 
• Create a pilot project in which one or more exemplary 
community residential providers are identified, adequately 
supported and enabled to make their expertise available for 
replication throughout the community care system. 
• Each regional center participating in ARM should be funded 
to train residential service providers. 
• A study should be completed before ARM is fully 
implemented in California. The study should examine 
issues, including ARM's impact on: 
Skill development by persons with developmental 
disabilities, 
Inclusion of persons with developmental disabilities m 
community life, 
Facilities changing from owner to staff operated, 
Staff turnover, 
Encouragement of adequate and innovative alternatives. 
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• Require that people being considered for admission to a 
residential care facility, and/or their parents or guardians 
be informed in writing of the facility's history of compliance 
with licensing standards and of any adverse information on 
such a facility known to any agency providing oversight to 
residential facilities. 
• Prevent persons with developmental disabilities from 
returning to more restrictive settings when existing 
programs close. 
4. Flexibility 
As California struggles with its floundering system of 
residential services, a national debate is being waged regarding 
what format of residential living is appropriate for persons 
with developmental disabilities. Some states are moving 
toward the closure of state hospitals (in some cases, prompted 
by court decisions), as well as away from large, multi-bed 
facilities within the community. 
Increasingly, advocates for persons with developmental 
disabilities are proposing smaller, family-like settings, 
professional and foster-parent models, and independent and 
supported living arrangements, integrated within each 
community as alternatives to California's historical preference 
for 6, 12 or larger bed facilities. 
Regardless of how this debate is viewed, most agree California 
is lacking in the flexibility necessary to accommodate the very 
individualized needs of persons with developmental 
disabilities. The "continuum" of services promised in the 
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Lanterman Act does not exist. Recent ARM regulations 
proposed by DDS do not appear to encourage movement toward 
or supported living. 
of a system which is designed to match serv1ces to 
as identified in the IPP, California has a tightly designed 
service categories. Persons with developmental 
are thus matched to those services which "best" 
needs. In many cases, the match is a poor one. 
service design offers little opportunity for transition to 
restrictive and/or appropriate service provision over the 
course of time. 
ummary of Public Recommendations: 
Develop a pilot for the "professional parent" model homes 
which includes (1) selected and trained "professional 
parents," (2) support programs to include respite care, 
ners and consultants coming into the home and (3) 
stem support which includes case management caseloads 
not to exceed 35. 
"' Develop and expand in-home and other support servaces 
which would allow adult individuals to live independently 
en desired and which would allow children to remain 
th thejr families. 
"' ways to encourage the development of less restrictive 
models including ··paid roommate" programs. 
rams should offer 1 he maximum amount of client-mixed 
lations which encourage peer interaction. 
must clearly define and the state must fund services 
necessary to transition individuals to independent lifestyles. 
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• Develop crisis alternatives such as reserved beds, crisis 
evaluation/intervention teams and intensive, short-range 
assistance to stabilize persons with developmental 
disabilities in crisis. 
• DDS should encourage the creation of community residential 
services for persons with severe disabilities to reduce the 
need for state developmental center placements. 
• DDS should carefully consider e~couraging the development 
of Medi-Cal funded ICF/DD-H facilities and clearly define 
regional center monitoring and evaluation responsibilities. 
• · Develop a "Find-a-Home" program to identify vacancies 
statewide which could serve persons currently in the 
developmental centers. 
• Explore new ownership models including consumer owned 
and co-ops. 
5. Planning 
If California 1s to adequately meet the future needs of persons 
with developmental disabilities, DDS must develop mechanisms 
for realistically projecting future needs. Yet even when 
indicators of need are overtly present, DDS has failed to 
acknowledge them and/or respond accordingly. 
As a result, planning for future needs is often overshadowed 
by the need to react to crisis situations. For example, the lack 
of residential community services for children has reached 
crisis proportions as demonstrated by their increased 
admission into the developmental centers. 
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Efforts made by DDS to alleviate the cns1s in residential care 
have not been successful. In addition to the problems with the 
proposal, other DDS-favored programs have been 
problematic. Intermediate Care Facilities (ICF's), which were 
gned to capture federal funds, have been increasingly cited 
the licensing division in DHS for inappropriately serving 
persons with severe behavior problems. Additionally, due to 
inadequate rates, they have experienced difficulty in recruiting 
retaining qualified staff to meet the high program 
standards mandated by Medi-Cal and DHS. This year, 73% of 
the large ICF/DD facilities and 35% of the ICF/DD-H facilities 
have been recommended for decertification. 
The ICF/DD-N facilities have experienced continued difficulty in 
becoming established due to disputes regarding regulations and 
rates. The ICF/MR facilities have been viewed as 
inappropriately large and restrictive for many persons with 
developmental disabilities who are placed there. Providers, 
vocates and regional centers continue to express concern 
while DDS states it is working to resolve these issues. 
Once residential service needs are identified, the development 
of new services is hampered by inadequate rates and start-up 
funding support. Consequently, regional centers are having 
difficulty finding potential service providers. Further, PDF, 
intended to support the creation of new programs, has 
increasingly been used to hail out existing facilities. 
Summary of Public Recommendations: 
Require DDS and regional centers to develop a 
comprehensive sy:.;tcm to track facility closures and 
openings, types of residential services available and/or 
necessary, and number of clients awaiting placement, tn 
order to develop a reallstic state plan for providing 
residential services. 
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• The planning for residential serv1ces should relate to the 
development and availability of social, recreational and 
support options. 
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SUBCOMMITTEES' CONCLUSIONS AND RECOMMENDATIONS 
Lanterman Act states, "A pattern of facilities and services should 
established which is sufficiently complete to meet the needs of 
person with developmental disabilities ... (and are) available to 
enable persons with developmental disabilities to approximate the 
pattern of everyday living available to nondisabled people .... " 
However, due to a combination of factors, including inadequate rates 
and overly restrictive service categories, this goal has not been 
reached; and we appear to be losing ground. 
In order for California to provide persons with developmental 
disabilities opportunities for growth and achievement, the failure of 
our current community residential system must be examined to 
determine in which direction the system should go. 
1 a. Rates paid to residential service providers must reflect the 
actual and necessary costs involved in providing stable, 
quality services and should reflect the commitment to ensuring 
that community residences for persons with developmental 
disabilities are well integrated throughout the state and within 
communities. 
b. DDS should explore the possibility of securing additional 
federal funding to support the continuum of care necessary in 
the community. 
c. Regional centers should determine the necessary start-up 
costs involved in developing new community services and 
DDS should provide necessary funding, either through PDF 
grants, low-cost loans, interest-free loans and/or the leasing of 
state-owned properties. 
d. Determine the feasibility of offering private, non-profit service 
staff state health care insurance benefits. 
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2 a. A mechanism for resolution of conflicts between regulatory 
agencies must be developed. Regulations must allow for the 
flexibility necessary to address the individual needs of each 
client. 
3 a. Program structure and staffing levels must reflect individual 
needs as identified in the IPP, should be client-outcome 
motivated and incorporate transition planning. 
b. DDS should pilot small, community-based and integrated 
residential programs which serve individuals with serious 
behavior or medical issues and which are state-owned/ 
operated and/or state-owned/leased. 
c. DDS should provide targeted technical and financial 
assistance to non-profit organizations wishing to establish 
community residences. 
d. Training and recruitment programs for direct care staff should 
be developed, including joint efforts with institutions of higher 
education, state-funded training programs and mentor-facility 
programs. 
e. A full examination of ARM should be conducted prior to 
implementation to determine if it adequately addresses quality 
and funding issues and if it advances California in the 
provision of community residential services. 
f. DDS must make the provision of community residential 
services for children a priority. 
4 a. The services available to persons with developmental 
disabilities in the community should provide a full range of 
living, working and playing options. Services must be flexible 
and able to meet individual needs and choices. 
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Regulations should support and DDS should pilot a variety of 
alternative service models, including "professional parent" and 
foster-parent models, paid roommate model, expanded in-
home and other support services designed to preserve the 
family home structure and encourage assisted and 
independent living as well as the creation of crisis intervention 
services designed to avoid developmental center placements. 
Children who require placement outside of the home should 
be placed whenever possible with families and not in facilities. 
5 DDS and regional centers must improve their methodology in 
collecting data which would assist them in early identification 
of future needs. 
New residential services must be created with an adequate 




"I live in the community now. I have Jived in Sonoma State 
Hospital at least two years ... and I will never, ever, ever, ever 
go back into the hospital or nursing home ever again, because I 
would die." 
Be-verly Evans 
Capitol People First 
"PhilosophicalJy, developmental center management and staff 
are opposed to the admission of relatively high functioning 
children into settings consisting nearly entirely of low-
functiOning adults. . . . As excellent as developmental center 
programs and staff are, they still exist within an institutional 
framework that is not entirely appropriate for children." 
Gary Macomber, Director 
Department of Developmental Services 
"The problems and issues facing the State Developmental 
Centers are really a reflection of how the community system ts 
faring. The reality is that the whole system, including the 
,_,:ntcrs, is beginning to do more than fray at the edges. The 
r :versal of the long-standing trend that the community could 
care for children is only the most recent example of a system 
ndcr strain and stress." 
Joan Taugher, President 
Association for Retarded Citizens of California 
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BACKGROUND 
Prior to the implementation of the Lanterman Act, California's state 
hospital system provided one of the few alternatives to persons with 
developmental disabilities who could not live independently or with 
their family. Of the 13,355 individuals residing in the state hospitals 
in 1968, a great number did not require the level of care we 
associate with the developmental centers. 
With the passage of the Lanterman Act, all persons with 
developmental disabilities were guaranteed a right to services 
designed to " ... protect the personal liberty of the individual" and 
which were to be ". . . provided with the least restrictive conditions." 
For those individuals who continue to reside in the developmental 
centers, the Lanterman Act provides and protects certain rights, 
including the right to keep and use personal items, the right to see 
visitors, the right to privacy and the right to refuse certain 
me.dications and treatments. Additionally, the state is required to 
ensure that appropriate special education and related services are 
provided to developmental center residents. 
Recent court decisions have significantly impacted developmental 
center admissions. The In Re Hop case found that persons unable to 
knowingly and intelligently request admission to a developmental 
center are entitled to a judicial review regarding the need and 
appropriateness of such a placement. 
The Sherri S. and Violet Jean C. court rulings placed certain controls 
on the admission of nondangerous and nonobjecting adults to a 
developmental center. These decisions require either a "Hop" 
hearing or the request of an appropriately empowered parent or 
conservator. Under the scheme laid out by these court decisions, the 
Director of DDS could be appointed as conservator if no parent or 
conservator was already available. 
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According to DDS testimony, developmental centers have restricted 
admissions to three categories: 1) persons with extremely serious 
and life threatening medical conditions; 2) persons with severe 
behavior problems, usually involving aggressive or destructive acts: 
and 3) persons remanJcd to the developmental centers by the 
courts under the Penal Code. However, DDS states that 22% of the 
current developmental center population does not currently meet the 
admission policy standards. 
SCMMARY OF IDENTIFIED PROBLEMS 
1. According to testimony from DDS, 53% of children who were 
admitted to Jevelopmental centers between July, 1988 and 
September, 1989, were admitted for behavioral issues. These 
figures indicate a marked increase in the admission of children 
who are not medically-involved and have raised many 
L{Ucstions for families and advocates, concerning the 
appropriateness of developmental center placements for 
children, adequacy of staffing, and whether the admission of 
children to the centers points to inadequate community and 
famtly support. 
According to te~timony from SDCC, the admission of these 
children has resulted in the inappropriate mixing of children 
and young adults as well as the inappropriate mixing of passive 
and aggressive children in the same units. Further, some 
n.'<;carch shows that large groupings of behaviorally involved 
children in one st>tting is inappropriate, because the children 
may trigger each other's behavior and such a setting lacks the 
opportunity to model appropriate behavior. 
A number of parents testified to physical abuse suffered by 
their children as well as negative behavioral changes occurrmg 
after their placement in the developmental centers. 
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There were strong indications in testimony that staff resources 
were insufficient to implement Individual Habilitation Plans 
(IHP's) and Individual Education Plans (IEP's). Parents and 
advocates have also complained about inadequate staffing 
ratios and lack of staff training and supervision, and lack of 
structured activities, especially in the evenings and on 
weekends. 
According to DDS, "The factors creating pressure to admit these 
children are not really known." 
identified several factors which 
increased institutionalization of 
However, other testimony 
have contributed to the 
children: 
While the system overall is experiencing a significant 
shortage of community placement options, this appears to be 
particularly true for children in need of out-of-home 
placement who often need more concentrated care and 
treatment. In some cases, children have been placed into 
developmental centers after the closure of community care 
and health care facilities. 
A lack of flexibility in meeting family support needs and a 
significant unavailability of allowable family support 
services have caused significant stress for families 
attempting to live with a behaviorally challenging child. 
Without appropriate and necessary support, more families 
feel they are unable to keep their child at home. 
Continued disputes over the responsibility to provide mental 
health services, as well as significant cutbacks in mental 
health funding, have a most significant impact on the 
treatment of children. 
Regional centers, struggling to provide services within a 
capped budget, bear no fiscal cost for clients placed into 
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developmental ccnrers. This siruation potentially scrvcs as 
a disincentive to locate and develop appropriate community 
services. 
Some parents testified that they had been advised by the 
regional center to request developmental center placement 
for their children in order to improve the chances of finding 
an appropriate community setting. However, other 
testimony indicated that the limited community service 
providers were less wiJling to accept developmental center 
residents than children coming from home. 
While generally the testimony expressed grave concern for the 
admittance of these children to developmental centers, other 
testimony discussed the important role the developmental 
centers have played in providing necessary services to 
extremely fragile, medicaiJy-involved children. While the cost 
and expertise required to treat this population is great, it 
appears unsettled whether equitable care could be provided 
more cost effectively and in better keeping with the spirit of 
the Lanterman Act in a community setting. 
Summary of Public Recommendations: 
• Increase appropriate community residential resources, 
including the use of "professional parent" model homes. 
• Increase family supports, including respite and the use of 




Crisis intervention teams and beds should be developed m 
the community. 
Regional centers should more actively case manage 
individuals piaccd into the developmental centers. 
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should provide 
assistance to community facilities taking individuals 
previously residing developmental centers. 
• A more flexible 
intensive assi 
crisis situations 
• Require regional 
design should be created to provide 
to families and service providers m 
to avoid institutionalization. 
to identify and target children at 
risk of institutionalization and provide services necessary to 
avoid placement in developmental centers. 
• Licensing regulations should be reviewed to determine if 
they significantly inhibit the ability of children to live in 
community facilities. 
• While children remain in developmental centers, staffing 
ratios should reflect individual needs rather than available 
resources. 
• While children remain in developmental centers, staff 
should training, including training in child 
growth and development. 
• While 
housing 
developmental centers, transitional 
should be developed on the grounds to 
prepare children for placement. 
• While children remain in developmental centers, community 
integration should occur to allow children to 
engage in with peers who do not have disabilities. 
2. A lack of appropriate and stable residential services to meet 
the needs of persons with developmental disabilities has 
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resulted in inappropriate admissions to and retention in 
velopmental centers. 
According to DDS testimony, approximately 2,000 individuals in 
developmental centers are on a waiting list for community 
placement. In some cases, these individuals have been waiting 
for several years. Developmental center admissions have 
increased in recent years; and to date, DDS has not achieved its 
annual objectives in moving individuals from the 
developmental centers to the community. 
According to SCDD, the factors contributing to DDS's failure to 
find appropriate community settings for these individuals 
include: a resource development plan which is unrealistic, the 
inability of regional centers to attract new service providers 
due in part to unattractive reimbursement rates, insufficient 
regional center staff and resources to develop new programs 
and delays in start-up of new services due to problems with 
other governmental agencies. 
issues which affect the stability of the community system 
to serve emerging developmental center residents and prevent 
further inappropriate placements include: a shortage of 
existing residential programs and insufficient start-up funding 
new programs; underpaid and undertrained direct care 
sl in the community causing frequent staff turnover; lack of 
rams to meet specialized treatment needs and/or address 
guage and cultural needs of minority populations; and 
inconsistencies in application and monitoring of licensing and 
accreditation standards. 
CASH-PCR expressed concern over the quality and stability of 
care in the community compared to the ability of DDS to ensure 
the provision of necessary medical, therapeutic services. It 
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that a perceived higher quality of care in the 
centers plays a role in some parents' support 
children continuing to reside in a developmental center. 
Public Recommendations: 
• Stabilize the community care system by ensuring adequate 
appropriate facilities exist to serve the varied needs of 
developmental center residents. 
state-owned/operated and/or state-owned/leased 
community care facilities. 
fair rates to community servtce providers to 
improve quality and stability. 
3. The cost for care in the developmental centers is significantly 
higher for the taxpayer when compared with living in the 
community or the cost of family support if the child lives at 
home. 
Although testimony of some organizations pointed to the 
in accurately comparing the cost differences between 
developmental center and the community due in part to a 
hidden costs in the community (e.g., infrastructure 
costs assumed by counties and municipalities) as well as the 
cost of serving a generally more difficult population, it is 
c that the largest percentage of dollars targeted to serve a 
opmentally disabled population is absorbed by the 
developmental centers. Currently, nearly half of the DDS 
c1 ts. 
directed to less than 10 percent of regional center 
this cost differential, the state has a fiscal incentive 
deve1oprnental center placement since a large portion 
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of that cost is borne by federal funds. Also, regional centers 
have an incentive to place individuals into developmental 
centers since the regional centers bear no portion of the cost. 
Summary of Public Recommendations: 
• Explore the possibility of capturing more federal dollars to 
support community placement of developmental center 
clients. 
Expand the number of persons who could be transferred to 
community settings and funded under Medicaid waivers, 
such as the "Katie Beckett" waiver which waives 
consideration of parental income for Medicaid eligibility 
under certain circumstances. 
• Regional centers should have to pay the cost for 
developmental center care. 
Serious questions have been raised as to the adequacy of 
established staff-to-client ratios, as well as staff training, in a 
number of programs wit!1in the developmental centers. 
Parents, advocates and employee organizations testified that 
staff-to-client ratios were inadequate, directly impacting the 
quality of care and, in some cases, the safety of both residents 
and staff. Staffing ratios do not appear to adequately reflect 
the occurrence of temporary staff reductions due to such 
variables as illness, special client needs and client 
transportation. Additionally, the physical layout of many 
programs does not allow for adequate supervision under the 
current staff-to-client ratio. 
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Summary of Public Recommendations: 
• Conduct a time-and-motion study to determine staffing 
needs and reassess staffing levels to reflect need. 
5. Developmental center lands have been threatened with 
piecemeal disposal without any gain for persons with 
developmental disabilities. 
Both the Governor and individuals in the Legislature have 
periodically proposed the sale of "excess" developmental center 
lands with proceeds returning to the General Fund. Other 
legislators have proposed using excess land for an assortment 
of community programs or sale/lease to specifically benefit 
human services. However, no consistent policy exists with 
regard to the disposition or use of state developmental center 
lands. 
Summary of Public Recommendations: 
• Use excess land to develop transitional housing for 
developmental center residents. 
• Use excess land to house state-owned/operated and/or 
state-owned/leased residential facilities. 
• Sell excess land and return proceeds to specific DDS 
programs such as the PDF. 
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SUBCOMMITTEES' CONCLUSIONS AND RECOMMENDATIONS 
too many residents of the developmental centers, the Lanterman 
promise of living in the least restrictive environment is not being 
A recent suit filed by PAl demonstrates the severity of this 
broken promise. The outcome of such a suit could have devastating 
economic consequences for California if the system does not begin 
now to find appropriate community placements for those who have 
been inappropriately placed in the developmental centers. 
While the subcommittees are not convinced that the "institutional 
framework" inherent in the developmental centers is the most 
appropriate setting for any person with developmental disabilities, 
regardless of the severity of their disabilities, the subcommittees 
recognize that the community currently is not capable of meeting the 
service needs of all developmental center clients. Hopefully, 
however, the day will come when those needs can be met, with 
appropriate support, by families and the community. 
1 a. No children should be placed in developmental centers. 
b. DDS and regional centers should immediately develop a 
timely plan for the permanent placement into the community of 
all children currently residing in developmental centers. This 
should include appropriate and flexible family support and the 
exploration of alternative community residential models. 
c. A long-term plan for providing community services to children 
who are behaviorally difficult should be developed and should 
include technical-assistance programs to residential service 
providers, crisis intervention services, state intervention for 
facilities at risk of closing, early detection and intervention for 
children at risk and interagency agreements to ensure 
licensing standards are conducive to children living in the 
community. 
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d. While children remain in the developmental centers, DDS 
should require appropriate staff training, maximize 
opportunities for integrated activities within the community and 
take other steps necessary to minimize the learning of 
"institutionalized behavior" which may reduce the chance for 
successful community placement. 
2 a. The community care system should be stabilized by ensuring 
adequate and appropriate services exist to meet the varied 
needs of persons curr;ently residing in developmentaL centers. 
b. State-owned/operated and state-owned/leased community 
care facilities should be created. 
c. Fair rates should be set for community service providers,and 
fair ~ages paid to direct care staffin community facUities in 
order to improve quality and stability. 
3 a. The state should increase its attempts to secure Medicaid 
payment for the placement and maintenance of 
developmental center clients into the community. 
b. Funding allocations for regional centers should be adj~asted to 
remove the fiscal incentive for de-Velopmental center 
placements and to create fiscal incentives for community 
placement. 
4 a. DDS should propose appropriate changes in its staffing 
formula to reflect the findings of its recently completed time-
and-motion study. 
b. DDS should develop an ongoing training program for 
developmental center staff to ensure they employ appropriate 
and progressive services as well as identify early signs of 
abuse and inappropriate medication. 
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5. a. The Legislature should approve a plan to lease, at fair market 
value, excess developmental center land only if the proceeds 
are targeted to provide integrated community and family 
support services. 
b. Residential services established on excess developmental 




WORK AND DAY SERVICES 
It is highly unlikely that 95% of adult regional center day 
program clients have chosen to be unemployed. Consumer 
career choice, self-advocacy and satisfaction should be the focus 
employment services which effect and enhance all levels of 
community integration." 
Steve Zivolich 
California Association for Persons with Severe Handicaps 
don't want to stay at the workshop all our lives. We need 
more job coaches; job coaches need training on how to help us. 
don't want to be in a closet all our lives. We want to work." 
Steven King 
The most important issue to primary consumers was better 
community employment options. We've educated people with 
developmental disabilities that they can do more and now in 
00% of the situations where we asked people, they're telling us 
want to do more." 
Barry Donnenfeld, Executive Director 
Area Board 8 
. . . programs . . . already have a group of consumers to be 
they have a desire, they feel that they are hearing very 
strongly that integration and movement into the community, 
work options, quality lives, are the goals ... that they 
should be providing for consumers. On the other hand, when it 
comes down to writing cost statements and submitting them to 
regional center, and ultimately to DDS, for approval, we're 
getting a very different message." 
Jan Gortz, Director 
Community Based Options 
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Diane types and answers the phone at her supported employment 
site in the San Francisco Bay Area. 
BACKGROUND 
The Lanterman Act entitles persons with developmental disabilities 
to certain services intended to assure individuals lead more 
independent and productive lives in the community. Among these 
are treatment and habilitation services. 
ARCA recognizes that "supported work and community-based 
training moves people from segregated programs into the community 
as productive, participating members of that community," yet no 
current DDS vendor category exists for supported work or for 
community-based instruction in integrated settings. Therefore, the 
primary source of work-related programs offered persons with 
developmental disabilities through the regional centers is the 
facility-based, segregated workshop or day-activity model. 
Nonetheless, in September 1984, the Developmental Disabilities 
Center of Orange County developed an integrated work program 
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providing services and support at actual community work sites. The 
remarkable success of this program resulted in an increase in the 
rate for persons with severe disabilities from 2% in 
to 64% employment by the end of 1988. Employers included 
, fast-food restaurants, hotels, automobile service centers, 
laundries, house keeping services, and department stores. The 
regional center states that cumulative wages earned by participating 
clients, in that four-year period, exceeded $1,000,000. 
D R provides work activity, supported employment, and habilitation 
services programs for eligible clients, to prepare them for 
independent living and for levels of employment appropriate for the 
individual. Vocational rehabilitation services are provided by DOR 
by nonprofit organizations to evaluate applicants for services, 
work with individuals in developing their habilitation plans, 
authorize the purchase of services necessary to implement the plans, 
and supervise client progress. 
n example of a model program whose goal is to ensure coordination 
tween the school system and the vocational rehabilitation system 
WorkAbility Program. This program, which has been 
oped by the California Community Colleges and DOR, has placed 
300 special education students in paid employment opportunities. 
d 
is funded and coordinated by DOE, DOR and EDD. More 
n 43,000 students have been served by WorkAbility programs 
the past 7 years. Program components include assessment, 
oyment preparation and training, community work experience, 
support services. Thirty-seven percent of the students have 
ysical disabilities, followed by those with learning disabilities 
(22%) and those with brain injuries incurred after birth. Their 
starting wages are $5.56 per hour. 
The Habilitation Services Program within DOR serves around 4,000 
individuals. The program purchases services for persons with 
developmental disabilities, such as work activity programs, 
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Ronnie Peacock works with plants at 
Home Club. 
sheltered workshops, and supported employment programs. It has 
an $18 million budget which provides paid work and ancillary 
services, including work adjustment, remedial skills training such as 
telling time and counting, and supportive services. 
In 1985, the department commenced a supported employment 
program as a permanent service option. A total of 5400 individuals 
have been provided supported employment services through use of 
Vocational Rehabilitation funds since 1986, and more than 80% of 
those participating in supported employment programs have mental 
retardation as their primary disability. Average monthly wages 
range from $178 for workcrews to $483 for individual placements. 
Employers include food and hotel/motel services, retail sales, 
manufacturing, government agencies, health care, and entertainment. 
Over 80 supported employment programs exist, funded by DOR, the 
Job Training Partnership Act, and private sources. 
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SUMMARY OF IDENTIFIED PROBLEMS 
Current data and evaluation systems do not accurately track 
gains made by persons with developmental disabilities in 
different types of programs offered through regional centers, 
inhibiting the development of innovative services. 
The current regional center vendor categories developed by 
DDS are inflexible and do not allow for innovative programs. 
Summary of Public Recommendations: 
• Priority should be given to development and funding of 
work models that determine the outcomes of services, using 
quality indicators including client competencies, individual 
rights and respect, and client participation in decision-
making. 
• The Lanterman Act should be amended to reflect a focus on 
outcomes, choices, integration with non-disabled peers, self-
advocacy, functional skills, and supports. 
• Statutory pilot authority should be given to DOR to test new 
and innovative program approaches. 
• Programs should emphasize support anJ adaptation 111 
integrated settings. 
• Any regulations promulgated by either DOR or DDS should 
reflect the philosophical values of integration and "real-
world" work skills, to enhance training and employment 
opportunities. 
• The state should develop a "workfare" philosophy for aduJts 
with disabilities. 
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• The state should set full employment goals for adults with 
disabilities to approximate the state's employment rate. 
• DDS should develop a systematic reporting system to track 
consumer employment outcomes . 
.., Program success is hampered by a lack of available staff 
development opportunities; weak and inconsistent quality 
assurance standards; a lack of self-advocacy strategies in 
planning; and poor coordination and planning with local school 
districts to develop transition opportunities for employment. 
Summary of Public Recommendations: 
• DDS should provide technical assistance training for regional 
center staff and vendors. 
• DDS should develop quality assurance standards valuing 
best practice services and integrated employment. 
• Regulations should be developed to require self-advocacy, 
integration, employment, program accountability, staff 
development, and quality assurance. 
• Integrated transition employment opportunities between 
school and community programs should be developed. 
3. Priority for funding is not given to the establishment and 
continuation of supported employment and other community-
based work training and employment options for persons with 
disabilities. Funding priorities do not take into consideration 
transition between school or work training and employment 
programs as well as support services necessary to enable 
persons with disabilities to obtain and maintain community-
based employment. 
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Lack of cost-of-living adjustments to day programs have left 
many community·-hased programs struggling to provide quality 
services, offer more innovative and integrated services, and 
quality staff. Significant staff turnovers are common in 
these programs. 
There ts a need to fund transportation which would enable 
persons to be placed in supported employment programs at a 
community worksite. Yet, some regional centers will not pay 
transportation costs to anything other than center-based, 
segregated programs. 
Having a job sometimes means losing SSI and social security 
checks, and health benefits. Moreover, if the job is lost, it may 
take time to have these federal benefits reinstated. 
There is often a gap between the end of a school program and 
adulthood, where day programs or employment training 
programs start. Better transition planning is needed to ensure 
that precious time is not lost after the client leaves school and 
is ready to enter the work force. 
Summary of Public Recommendations: 
• Regulations promulgated by DDS should include family 
support services, beyond respite care, which are necessary 
to ensure the success of day and work training programs. 
• Regional centers should fund transportation costs to 
integrated programs to enable community based work. 
DDS should pay sufficient wages for direct service providers 
in order to stabilize tenure and upgrade the profession. 
- 123 -
• Regional centers and schools should develop better 
transition planning for when a client leaves school and ts 
ready for the opportunities in the world of work. 
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SUBCOMMITTEES' CONCLUSIONS AND RECOMMENDATIONS 
State agencies funding and/or providing programs relating to 
employment training and opportunities do not emphasize supported 
work training and employment programs and related support services 
that encourage and promote community integration. 
1 a. The effectiveness of day and work services should be 
measured by client outcomes, including increased 
competencies, client participation in selecting activities and 
work programs, and ability to participate in community-based 
services and employment. 
b. Regional centers and DOR should offer persons with 
developmental disabilities integrated work environments. The 
state can assist by providing incentives to both small and large 
businesses to incorporate persons with disabilities into their 
work force. 
c. To the extent that current vendor categories approved by DDS 
do not reflect supported-work options or other innovative work 
and community options, they should be changed, either 
administratively or statutorily. Alternatively, the Legislature 
should consider the elimination of vendor categories 
altogether, in lieu of a more flexible, local approval procedure, 
to ensure the greatest amount of flexibility and creativity in 
developing client-centered services. 
2 a. Regulations should reflect a statewide commitment to client 
self-determination, integration, staff development, quality 
assurance, and other components.of a system dedicated to 
providing persons with developmental disabilities productive 
and independenUives in the community. 
b. Quality assurance should be standardized throughout the 
state. 
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c. Rates paid to direct care providers, such as job coaches, 
should be competitive to attract and retain knowledgeable and 
trained personnel. 
d. DDS, DOE, DOR, regional centers and local school districts 
should jointly determine methods of assuring integrated 
transition employment training and opportunities. 
3 a. New services, such as supported employment of persons with 
disabilities in community-based work sites with support and 
assistance, should become models for future funding priorities 
for DDS, DOR and regional centers. 
b. Persons with developmental disabilities should have coroUary 
services when needed to assist them in participating 
successfully in work programs. Such services may include 
components such as transportation to and from the job, 
money management skills training and socialization skills to 
help them develop friendships at work. 
c. Cost..;of-living adjustments are essential components of an 
adequate funding system. These should not be negotiable 
items every year in the budget; denying these small increases 
merely results in the loss of services and the continuing 
turnover of dedicated and experienced staff. 
d. The Legislature should work with Congress to ensure that 
obtaining a job does not result in the loss of essential federal 
benefits, unless equivalent beneftts can be obtained along 
with employment. Moreover, if the job is lost, federal and state 
benefits should be immediately reinstated. If the benefit 
package is placed at risk when employment opportunities are 
offered, clients will have little incentive to risk taking a job. 
- 126 -
e. The public school system should start client transition planning 
several years before the student leaves school. The regional 
center should facilitate the coordination of the IPP and the IEP 
during this time, along with continuing involvement of the client 
and his/her family, to make this transition as smooth as 
possible. DOR should also be involved with the planning 
process during this time, to the extent that its day, habilitation, 
or supported employment services are compatible with and 




"The Lanterman Act intended that families be assisted in their 
efforts to care for their family member. Help us care for our 
family members with case managers who see our problems as 
their problems." 
Association for Retarded Citizens/California 
"Respite care is the glue that keeps families going when the 
going is tough.... Parents want to keep their children at home, 
but they cannot do it alone, or sooner or later something will 
give, and another dysfunctioning family will result." 
Lotte Moise, parent 
"Why is the State of California willing to spend money to keep 
our daughter in an institution, but is not willing to put up the 
funds for the less-expensive alternative of keeping her at home, 
where she is wanted and loved?" 
Jani Pittman, Bakersfield 
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Armida Reyes gets her bowling ball. 
BACKGROUND 
The Lanterman Act states, "The Legislature places a high priority on 
providing opportunities for children with developmental disabilities to live 
with their families, when living at home objective in the 
child's individual program." The Act lists various types of services as 
supportive services, including such things as speci11lized medical and 
dental care, special training for parents, stimulation programs, 
respite for parents, homemaker services, day short-term 
out-of-home care, baby-sitting, counseling, mental health services, 
behavior modification programs, special assistive devices, hospital beds 
and other necessary appliances, and advocacy to secure income 
maintenance and other benefits. 
The Act also states, "If (DDS) determines that a regional center has failed to 
emphasize assistance to families to care for children at home, the 
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department shall assist the regional center to develop a more appropriate 
program and shall establish specific home-care objectives for the regional 
center to meet in its contract with the state." 
Act allows parents to initiate fair hearings if they believe that the 
regional center is not offering adequate assistance to enable the family to 
keep the child at home. 
ARCA sums up some of the problems with family support systems m the 
following way: 
In 1960, 19% of mothers with children under six years were in the 
work force. In 1987, 56% of all women were working including 
57% with children under age stx. One out of four children today is 
being raised by a single parent. About 22% of children today were 
born out of wedlock; of those, about a third were born to a teen-
age mother. One out of every five children lives in poverty. Gone 
are the days of the two-parent family in which the father earns 
the living and the mother cares for the home and children. The 
impact on the regional center has been substantial as a result of 
these monumental changes in our society. Child care needs are 
greater, transportation costs have risen, and the training needs of 
younger, less emotionally equipped parents have increased. 
The nature of the population which we serve has changed. With 
the miracle of high technology care, infants who would have <lied 
20 years ago arc now living. Many of those children, however, 
require mechanical devices and costly nursing care to remain at 
home. The costs to a regional center for one child's home care can 
amount to $30,000 or more per year. 
Such costs were never contemplated in the current budget allocation 
methodologies. It is one example ... of the tremendous client 
changes the centers have experienced in the last decade. 
Despite this, another study of 2540 regional center clients living at home 
with their parents was compiled by Jane Mercer, Ph.D., and Deborah 
Chavez, Ph.D., from the University of California at Riverside. The study, 
"Families Coping with Disability: A Study of the California Family Support 
Sy'item,'' found that most families receive direct services at least once a 
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year, and most families are satisfied with them. Nonetheless, support 
services were more likely to be received by two-parent, high income, well-
educated non-minority families. 
Each family's needs are different. Some families need additional respite 
care. Others need after-school care for their son or daughter. Another 
family may need only a washing machine and dryer to enable them to 
cope with the added pressures and needs of a child with severe disabilities 
while another family may need parent training and counseling to deal with 
the particular needs of their situation. The system which now exists does 
not allow these specialized and very real needs to be met. 
SUMMARY OF PROBLEMS IDENTIFIED 
1. Despite a California Supreme Court decision reasserting service 
entitlements (see discussion of ARC-CA v. DDS in the chapter 
devoted to funding), family support services continue to be 
budgeted as though they are discretionary and subject to 
historical administrative controls. 
Family support services are valued less than day programs, 
transportation, and out-of-home care which have budget 
allocations determined by actual expenditure and projected 
growth. Additionally, financial "means" tests imposed by some 
service providers, most notably California Children's Services 
(CCS) and Medi-Cal, often result in deprivation of medical and . 
other services. Thus families must continue to absorb a large 
proportion of family support costs causing significant financial 
strain, often resulting in the placement of a child with 
developmental disabilities out of the home. 
Summary of Public Recommendations: 
• Inappropriate and inadequate budgeting methodologies 
must be abandoned and replaced with methodologies that 
are relevant to fully fund an entitlement program. 
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• Prohibit the capping of hours allowed per family for support 
services such as respite care. 
• Financial incentives, such as tax breaks, should be given to 
parents to encourage keeping children with developmental 
disabilities at home. Consideration should be given to a 
system where parents are paid the same amount that a care 
provider would receive, if the child were placed outside the 
home. 
• Consider targeting a significant portion of PDF to support 
families rather than to develop out-of-home placements. 
• Consider the establishment of a separate regional center 
budget category Jine item for family support services, which 
currently come out of the "other" budget category. This 
would elevate these services to a parity with residential and 
day program budgets. 
• Day care is often lacking but necessary for parents who 
must work in order to keep their child with developmental 
disabilities at home. Day care subsidies should be 
considered to cover these costs, if day care is a service that 
is needed to prevent placement of the child out-of-home. 
1 Vendorization categories are often too restrictive to allow 
services necessary to adequately meet the needs of families. 
The Mercer study indicated that the system focuses on the 
treatment needs of the child with developmental disabilities 
and not the needs of the whole family even though broader 
family needs often must be met if the child is to remain in the 
home. 
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Summary of Public Recommendations: 
• DDS regulations relating to in-home respite should allow for 
the vendorization of individual respite workers. 
• Funds need to be allocated to test different models of 
recommended service delivery, including a family grant or 
voucher system for particular services. These models 
should be independently evaluated to determine success or 
failure prior to any broad implementation planning. 
3. Few providers exist to provide parenting skills and sexuality 
training, including information on sexually transmitted diseases 
such as AIDS, to enable persons with developmental disabilities 
to have fulfilling personal and sexual relationships, including 
marriage and raising a family. 
Concerns were raised that Child Protective Services (CPS) may 
inappropriately intervene in families on the presumption that 
children of parents with developmental disabilities are 
automatically at a higher risk of neglect. 
Summary of Public Recommendations: 
• Support is needed to assist parents with developmental 
disabilities in raising their children, without intervention 
from CPS agencies. To this end, in-home parent skills 
training is needed. 
• Human sexuality education IS needed. 
4. Regional center case managers may fail to inform parents of 
the scope of services that are available. Parents are often 
intimidated by professionals and decisions may be made 
without parental input. 
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Summary of Public Recommendations: 
• Professionals who work with families should assist and 
support parents in acquiring and maintaining a sense of 
control over their family and child's life. 
• Every parent should receive information about the 
Lanterman Act, what it says about families and services, 
how the IPP is developed and how it functions, how and 
when a parent should file an appeal, and what to expect 
from the case manager. 
• Every parent should be given a list of available services 
prior to the development of the IPP. 
• Creation of a "disability hotline number" would help 
distraught parents, or parents needing information, to get 
help relating to referrals or emergency services needed to 
keep the family together. 
• Placement coordinators should be trained to understand 
family dynamics, family characteristics, and family goals. 
They also need bilingual and bicultural skills. Resource 
development efforts should be improved for needed 
services by families. 
5. According to DDS, 75% of case managers working with families 
report an insufficient number of generic services to meet the 
needs of families who keep their children at home. 
Problems with CCS were repeatedly identified, including 
differing eligibility criteria in each county. 
In some counties, there is a lack of public guardians willing to 
accept responsibility for clients who are in need of 
conservators, due to lack of funding for this service. 
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Suggested proposals involving generic agencies are discussed m 
detail in the chapter devoted to systems coordination. 
6. Difficulties were reported in obtaining integrated services, 
necessary for life skill training and in transition to adult life, 
from comm1,.1nity providers, such as schools, day care providers, 
preschools and recreational facilities. 
Quality services from physicians and dentists are also difficult 
to locate in the community. 
Regional centers cannot pay more than the Medi-Cal rate for 
these services, and the Medi-Cal rate is often too low to entice 
providers to participate in the program. 
Summary of Public Recommendations: 
• Community providers should be prohibited from 
discriminating against and segregating services for persons 
with developmental disabilities. 
• Transition planning, between school programs and day or 
work programs, and among other services, such as in-home 
or facility-based care and independent living, should be 
added to the list of services available from the regional 




Allow regional centers to supplement Medi-Cal payments 
when necessary to acquire medical and dental serv1ces. 
Training and incentives to recruit doctors and dentists 
should be provided. 
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SUBCOMMITTEES' CONCLUSIONS AND RECOMMENDATIONS 
Although the Lanterman Act is explicit in its determination that 
children with developmental disabilities are to remain with the family 
whenever feasible, current regulations are often responsible for 
forcing families to place their child outside the home. The social and 
fiscal cost of this are significant. The community based service 
system must include family based services. 
1 a. Family support services that help families keep their child with 
developmental disabilities at home, such as skilled respite 
care, transportation, parent training, counseling, after-school 
programs, and recreation, should be budgeted with the same 
allocation methodology as other services. High value should 
be placed upon funding those services that enable a family to 
remain together. 
b. Since respite care is the family support service most often 
requested by parents, this service should be expanded to 
meet the need. The cost of additional hours of respite care 
would be far less than the cost of placing the child out of the 
home. 
2 a. More flexible systems should exist to allow the purchase of a 
wider range of support services individually tailored to meet 
the needs of families without the bureaucratic restrictions that 
currently prevent these options. 
b. Parent voucher systems and other funding models should be 
developed and evaluated for their ability to present a wider 
range of services to parents who choose to keep their children 
at home. 
c. DDS should fund alternative models of respite care, including 
the use of individual respite workers, including parents and 
senior citizen volunteers as respite providers. 
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d. Regional centers should provide ease management services 
to the family, not just to the child with the developmental 
disability. 
e. Respite workers should be paid a fair and competitive wage. 
3 a. Persons with developmental disabilities should have sexuality 
training to ensure safe· and desirable choices are made and to 
raise family confidence in their son's or daughter's ability to 
address relationship issues that may arise. 
b. Regional centers should develop parenting skiUs training 
programs for parents with developmental disabilities. 
c. CPS agencies should be preparai to assist these families 
through referrals to support agencies rather than presuming 
that a child with parents who have developmental disabilities is 
automatically at higher risk of negtect. 
4 a. Every regional center should offer information to the parent 
about local parent and other advocacy organizations, the 
provisions of the Lanterman Act, the procedure for developing 
and implementing an I PP, applicable appeals procedures and 
available advocacy resources. This information should be 
given several times during: the first year of service and 
routinely thereafter, su~h as during IPP meetings. 
b. Alt agencies that provide services to persons with 
developmental· disabilities shoujo inc1ude parents in the 
development of program and treatment plans when desired 
for or by the person with a developmentai disability. This 
emphasis must start with a commitment by the Administration 
to appoint agency and department directors who support the 
concept of family participation in the development and 
implementation of program plans. 
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c. Family members should be encouraged to be case managers 
for their minor children and for their adult children when it is 
desired by the person with a developmental disability. 
5 a For a discussion of the subcommittees' recommendations 
regarding improved coordination and provision of generic 
services, see the chapter devoted to systems coordination. 
6 a Integrated settings, important for all persons, including those 
with developmental disabilities, are particularly valuable for 
children, since such settings improve the possibility of 
independence in adulthood. 
b. The Americans with Disabilities Act, which prohibits 
discrimination based on disabilities by generic community 
service providers, such as day care providers, medical 
professionals and recreational programs, should be fully 
implemented. 





"And when we surveyed those figures (to determine number of 
dually diagnosised clients), we came up with approximately 4% 
of our clientele (based on COER). We did a case by case review 
and came up with 20%, basically finding out that the COER figure 
grossly underestimated the total figure." 
Dennis Ferrell 
Manager of Behavioral and Mental Health Services 
Far Northern Regional Center 
"(there's a) tension that's created between a system where one 
part of it, services for the developmentally disabled, is an 
entitlement system ... while services to the mentally ill, in fact, 
are closed and contained and have a cap on them. That creates a 
barrier, it creates a distinction. It is going to amount to tension 
and arguments that occur over diagnostic categories .... " 
Merna McMillian, Deputy Director for Mental Health Services 
County of Santa Barbara 
"\Vc've had instances where an individual is showing clear 
psychotic symptomatology and even to the extent that the police 
officer who was responding to the call will feel that the 
individual needs mental health treatment, and upon taking him 
to mental health, the person is described as having merely a 
variant of the developmental disability and that it should be 
treated by regional center.ll 
Kent Coleman, Acting Chief of Psychological Services 
Tri-Counties Regional Center 
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HACKGROlJND 
The needs of the dually diagnosed, those who are developmentally 
disabled as well as mentally ill, are complex in that two diverse systems 
must resources to provide services. Additionally, many of these 
individuals developmental disabilities which significantly impede 
their ability to benefit from traditional approaches to mental health 
treatment. 
While regional centers are required by the Lanterman Act to secure 
services for persons with developmental disabilities, they are barred from 
directly purchasing services which are available through generic agencies. 
A 1 though the Lanterman Act mandates DDS to initiate and ensure 
cooperation with DMH, this statutorily required interagency agreement is 
not being adequately developed or enforced. This is especially true at the 
local level where neither department has ensured that the joint working 
agreement is properly implemented by the regional centers and local 
county mental health departments. 
As a result, an entire population of dually diagnosed individuals is bounced 
back and forth between the two systems, rarely receiving appropriate and 
necessary services. The situation is compounded further, because 
adequate funding to provide supportive services to this population is not 
available. 
There is question and concern regarding the commitment, direction and 
willingness on the part of DDS to comply with legislative mandates 
established to address the needs of the dually diagnosed. Specifically, DDS 
was required by Chapter 36, Statutes of 1986 (AB 1722) to submit a report 
to the Legislature, by March 15, 1987, making recommendations about 
specific issues concerning the delivery of mental health services to persons 
with developmental disabilities. 
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The report, "Delivery of Mental Health Services to the Developmentally 
Disabled," was submitted three years late. It is incomplete, unresponsive 
to the statutory mandate and unrealistic in its discussion of the needs of 
this population. 
SUMMARY OF IDENTIFIED PROBLEMS 
The central and unanimous theme of testimony received is that consumers 
who are dually diagnosed fall through the cracks between the mental 
health and developmental disabilities services delivery systems. 
The situation is tragic when the dually diagnosed client in need of services 
is referred to an agency and then refused services. Local mental health 
agencies sometimes claim that referrals from regional centers are 
inappropriate; and conversely, regional centers argue that local mental 
health agencies refuse to accept appropriate referrals. Accordingly, the 
client is left without needed services. 
I . There is no statewide standardized definition of dual diagnoses, and 
the psychiatric problems of this population may not be recognized in 
a timely manner. Consequently, clients may be referred with 
inaccurate diagnoses. Further, our ability to accurately identify all 
1hose persons who are in need of dual services is significantly 
hampered by conflicting diagnostic criteria and ineffective data 
colJection. According to DDS, approximately eight percent of regiona.1 
ct.'nter clients have dual diagnoses. However, ARCA places this figure 
at approximately 20%. 
Summary of Public Recommendations: 
• Review current mental health regulations to determine if 
they are overly restrictive in serving persons with a 
pnmary diagnosis of developmental disability. 
• Support research funding related to finding appropriate 
diagno~)tic tooh and treatment techniques. 
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2. Although DDS has an agreement in the form of a memorandum of 
understanding (MOU) with DMH, whereby persons with 
developmental disabilities in need of mental health services shall 
have access to treatment, no funds are appropriated. Additionally, 
neither system has been funded for a coordinating staff position, 
resulting in inconsistent application of the MOU throughout the state. 
Summary of Public Recommendations: 
• EstabJish mental health as an entitlement by statute m the 
same manner as the regional center services. 
• Regional centers and local mental health agencies should be 
allocated additional funds to aJlow for new mental 
health/developmental services specialist position(s). 
• A task force should be created to study the availability of 
services through the Medi-Cal system as an alternative to 
services through the county mental health systems. 
• A joint regional center/local mental health agency pilot project 
should be developed to demonstrate cooperative and cost-
effective delivery of service to persons with dual diagnoses. 
3. There is a need for an appropriate continuum of residential 
services, including placement facilities for individuals ending 72-
hour involuntary commitment, community based crisis intervention, 
post-crisis treatment programs and family respite programs. 
Without such community options, many individuals with dual 
diagnoses become homeless or eventually find treatment only in the 
developmental centers, some under a Penal Code commitment. 
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Summary of Public Recommendations: 
• A pilot Regional Transitional Facility (RTF) program should be 
established to provide: comprehensive interdisciplinary 
assessment; rncdie<tiion •;tahilization (if appropriate); program 
planning and arrangement of residential services for those who 
no longer meet the criteria for Welfare and Institutions Code 
(W & I Code) Section 5150 and who do not need the restrictive 
setting of a state hospital or developmental center. The RTF 
should inclu(_k a Behavioral Emergency Response Team to 
respond to aisis situations involving regional center clients 
with dual diagnoses. 
• Respite beds in residential facilities should be established and 
funded and staffed with persons trained to work with 
individuals in the post-stabilization phase of a 
behavioral/mental health crisis. 
• Pilot state-owned/operated and/or state-owned/leased 
community faci I i tics should be established to serve this 
population. 
1 Tlicrc are funti,trll\_::•lal difkrcnces in philosophies ani.; stn;ctures 
b':~tween the devel(1rrnentai disabilities and mental health systems. 
The developmental disabilities services system entitles individuals "I 
s:~rvices but proh i hit" the regional center from providing services 
:J\ :llhhle frorn :t g.:Itc!ic agency. The mental healih system is noi an 
cnlitkment sy\tc:In and increasingly has determined to serve only 
';elect categoril'" ,)r persons with mental health needs. Both systems 
are hinde•.ed hy hmited resources. 
Summary of i ubi :1· Rccornmcndations: 
" DDS and D i\ 111 should assume the lead in sponson ng an annual 
symposium reg.arding services for persons with dual diagnoses. 
:\t the local k vel, regional centers and local mental health 
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departments should conduct joint interagency training to 
familiarize their staffs with the services and procedures of both 
systems. 
• One agency responsible for persons with dual diagnoses should 
be designated and assigned all subsequent dollars and 
appropriate rt-source development to it. 
• DDS should provide additional funding for regional centers to 
develop a means of adjusting caseload ratios so that intensive 
case management can be provided for individuals with 
extraordinary mental health needs. 
'). No clear responsihi lity for persons with dual diagnoses within the 
education system exists. 
Summary of Public Recommendations: 
• The responsibilities of the local mental health agency and the 
local educational agency in providing mental health evaluation 
and treatment to all school children, incl•Jding those with 
developmental disabilities should be clarified. 
6. There is a lack of data regarding the mental health needs of regional 
center clients and utilization of. existing mental health resources. 
Th1s makes it impossible to accurately plan for appropriate services. 
Summary of Public Recommendations: 
DDS, DMH, regional centers and local mental health agencies 
should explicitly address the needs of dually diagnosed persons 
in their annual planning cycles. 
• State departments and local agencies should review their data 
collection system to ensure that appropriate and accurate data 
are available to assist m resource planning efforts. 
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7. Cross-agency trammg and trammg for community service providers 
regarding dual diagnosis does not exist. 
Summary of Public Recommendations: 
• Mental health/developmental disabilities teams should be 
jointly created by mental health agencies and regional centers 
to provide consultation to their agencies, coordinate services, 
manage cases directly and to do staff development and public 
awareness. 
• Developmental center staff should be utilized m training 
community service providers. 
8. There is a significant shortage of adequately trained professionals 
serving persons who are dually diagnosed. 
Summary of Pub! ic Recommendations: 
• The resource pool of professionals capable of working with 
persons with dual diagnoses should be improved and expanded 
upon. Continuing education should be required for professionals 
currently in the field. Institutions of higher education, state 
departments and local agencies should jointly develop curricula 
designed to recruit and train mental health and developmental 
disabilities professionals. 
9. There is an inappropriate tendency to prescribe antipsychotic 
medication for behavioral control rather than to reduce symptoms of 
serious mental Jisorders as intended. This results in untold harm to 
persons with developmental disabilities. 
ARCA estimates that 50% of persons with developmental 
disabilities who are using some sort of antipsychotic medication 
have no diagnosed mental disorder. Less than half of these 
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medications are either prescribed or monitored by qualified 
psychiatrists. Many care providers in the community, as well as 
direct care professionals in the developmental centers, lack 
necessary knowledge and training on medications and their side 
effects. 
Summary of Public Recommendations: 
• A medication review protocol should be developed to provide 
guidelines for the administration of psychoactive medications to 
persons with developmental disabilities. 
• DDS and DMH should revise their MOU's to state specifically that 
the responsibility for prescription and monitoring of 
antipsychotic medications for persons with dual diagnoses rests 
with the local mental health agencies if adequate private sector 
psychiatric services are not available. 
• DMH should conduct a study to determine the extent of 
inappropriate antipsychotic medication. 
• Regulations should be developed including procedures for 
informed consent and criteria for prescribing and monitoring of 
drugs and their side effects. 
• Training on the appropriate use of antipsychotic medications 
should be conducted for medical students, practicing medical 
professionals and other service providers. 
10. Procedures for involuntarily committing a person with dual 
diagnoses to a psychiatric hospital or developmental center often 
impede placement in a proper treatment facility. 
The Lanterman-Petris-Short (LPS) Act in the W & I Code provides 
for involuntary commitments for mental illness in Section 5000 et. 
seq. and for mental retardation in Section 6500. Persons who may 
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not fit clearly into these provtswns, but whose interacting dual 
diagnoses result in grave disability, may fall through the cracks 
between these two criteria. Further, persons with developmental 
disabilities other than mental retardation cannot be involuntarily 
committed by the developmental disabilities system. 
Summary of Public Recommendations: 
• W & I Code Section 6500 should be expanded to include all 
developmental disabilities (not just mental retardation), and/or 
the LPS Act definition of "gravely disabled" should be changed 
so that it addresses the interaction among multiple disabilities. 
149 -
- 150 -
SUBCOMMITTEES' CONCLUSIONS AND RECOMMENDATIONS 
Persons with dual diagnoses of developmental disability and mental illness 
have a particularly difficult time accessing those services necessary to 
address their treatment and living needs. California's success in meeting 
the needs of this population is frustrated by a combination of muddled 
assignment of agency responsibilities and differing service system 
structures; lack of adequate community resources and funding and the 
absence of accurate and necessary data, diagnostic tools, treatment 
methodologies and training. 
1 a. The MOU's between DDS and DMH, as well as regulations of both 
departments, should be reviewed to determine their effectiveness in 
defining this population. 
b. Funding sources should be sought for research relating to the 
creation of appropriate diagnostic and treatment tools and services 
for this population. 
2 a. Mental health/developmental disabilities specialist positions should 
be funded for regional centers and local mental health agencies. 
b. DDS and DMH should jointly solicit federal funds for the treatment of 
persons with dual diagnoses in the community. 
3 a. The ARCA Mental Health Task Force recommendations (see 
Appendix B) should be implemented including the establishment of 
a pilot community-based Regional Transitional Facility program to 
provide comprehensive services to persons with dual diagnoses. 
b. Respite services should be developed to serve this population. 
4 a. Amend the Lanterman Act to allow regional centers to purchase 
services when conflicts over jurisdiction threaten the timely delivery 
of services. Conflict resolution should include reimbursement for 
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services whenever it is determined that a generic agency has 
service responsibility, and should also include a plan for the orderly 
transfer of that responsibility. 
b. DDS and DMH should provide leadership in fostering ongoing 
communication among local service agencies. 
c. DDS caseload funding should reflect the need for intensive case 
management of persons with dual diagnoses. 
5 a. The responsibilities of local mental health and education agencies in 
providing mental health evaluation and treatment to students with 
developmental disabilities should be clarified. 
6 a. DDS, DMH and local service agencies should review the 
methodology used to collect relevant data and modify it as 
necessary to ensure appropriate and accurate data are available to 
assist in resource planning efforts. The needs of persons with dual 
diagnoses should be addressed in all related planning cycles. 
7 a. Local mental health and developmental services agencies should 
develop cross-agency training programs as well as training 
programs for community service providers. 
b. Developmental disabilities system representatives should serve in 
an advisory capacity on county mental health advisory boards, and 
mental health system representatives should serve on regional 
center boards and area boards. A similar cross representation 
should occur on state boards. 
8 a. Continuing education training should be required for professionals 
in the field of mental health and developmental disabilities. DDS and 
DMH should work with local service agencies and institutions of 
higher education in developing curricula designed to recruit and 
train professionals. 
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9 a. DDS and DMH should jointly develop regulations which include 
procedures for prescribing and monitoring antipsychotic drugs and 
their side effects. 
b. Requirements for obtaining informed consent prior to the 
administration of antipsychotic medication to persons with 
developmental disabilities should be similar to requirements 
pertaining to persons with mental disabilities. 
c. Extensive educational outreach should be done for medical 
students, practicing medical professionals and other service 
providers. 
1 0 a. W & I Code Section 6500 and the Lanterman-Petris-Short Act and 
their application should be reviewed to determine if significant 
barriers exist to necessary involuntary treatment. However, in no 
case should fundamental rights to due process be compromised. 
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NEW AND UNDERSERVED POPULATIONS 
"As of today, not one Prader-Willi person has ever succeeded at total 
independent I iving." 
Bill Dingley, President, Prader-Willi California Foundation. 
"Learning Disabilities is fighting for an identity because a lot of 
people don't understand what a learning disability is. They think it's 
more of an educational problem that will go away. That is not the 
case, the condition is lifelong." 
Sally Hedberg, California Association for Children and Adults 
with Learning Disabilities. 
" ... one of the things we know is that AIDS and HIV infection in 
children is highly predictive of developmental disability ... we have 
information from the Office of AIDS that pediatric AIDS is the fastest 
growing group of new cases . . . interesting!.y, the numbers are not 
yet showing on the regional center case load. . . " 
.Iulie Jackson. Assistant Deputy Director 
Department o( Developmental Services 
"With regard to service system problems that these new populations 
pnse, the Regional Center service system is challenged by the 
growing fragility of infants served under the Lanterman Act, 
combined with decreased family resources and increased family 
dysfunctions as evidenced by the increase in drug-exposed infants." 
Nancy Sweet. Chair 
infant Development Association r4 California 
"I know of one . . . where the senior center does offer a table for the 
senior population of parent-operated programs, so they can eat one 
meal a week with normal seniors, but they sit separately." 
Ed Pyc, Fonner Director, Golden Gate Regional Center 
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BACKGROUND 
The number of persons with or at risk of having a developmental 
disability is growing in California. In part, this is due to new or 
increasing categories, including infants exposed to AIDS or the 
Human Immunodeficiency Virus (HIV), substance-exposed infants, 
and medically fragile or technology dependent infants and children. 
Additionally, Californians, including those with developmental 
disabilities, are generally living longer lives. This aging population 
has needs the developmental disabilities services system has not 
previously confronted. 
Finally, m addition to the expanding population of individuals 
entitled to services under the Lanterman Act, there are a number of 
persons who would benefit from services but whose qualification for 
services under California's definition of developmental disabilities is 
in dispute. For many of these, their plea for service is rooted in the 
fact that they do have a developmental disability under the 
definition set forth in federal law. 
AIDS/tHY EXPOSURE 
According to the ARCA AIDS Education Project, within five years HIV 
infection will be the largest infectious cause of mental retardation 
and brain damage in children. Of the infants born thus far with HIV 
infection, 78% - 93% have become developmenta11y disabled through 
central nervous system involvement. 
Furthermore, as a result of medical advances, a new population of 
children born with HIV infection or who acquire it after birth will 
begin to live longer. As a result, the system will need to move from 
the current acute-care model of service delivery to a chronic-care 
model with a developmental care component. Most HIV -infected 
children will have intense medical, case management and social 
service needs. Given the relative newness of this disease, the fuB 
range of service needs has not been identified. 
- 156 -
Although DDS cedes lead agency responsibility to CCS, all infants from 
to three years of age who are HIY positive are eligible for 
prevention services provided by the regional centers. After 36 
months, a child with HIV infection is eligible for regional center 
services only if a substantial handicap is present. 
Despite an interagency agreement between DDS and CCS, designed to 
ensure eligible children and families receive coordinated services, it 
does not appear that either agency fully meets the needs of this 
population. CCS is geared to provide active testing, treatment, 
medically necessary services and other services through the HIV 
Children's Treatment Program. Yet while other service agencies, 
inc! uding regional centers, struggle to find adequate funding to meet 
the needs of AJDS/HIV -infected children, the CCS HIV Children's 
Treatment Program regularly returns unspent money to the state's 
General Fund. 
Regional centers often fail to adequately provide education, 
as')essment and referral services, coordination, collaboration and 
advocacy for generic services, other comprehensive case 
management services and those necessary services not otherwise 
provided by another agency. 
SUBSTANCE-EXPOSED INFANTS 
DDS reports that the proportion of high-risk infants with substance 
exposure has risen from 9.8% in 1985-86 to 29.2% of the total 
regional center high-risk population in 1989. 
Suhstance-exposed newborns often experience low birth weight and 
prematurity, intrauterine growth retardation, neurological damage, 
sleeping and eating difficulties, extreme irritability and crying, and 
rhe inability to make eye contact and begin bonding. Further 
developmental delays arc manifested in speech, language, and 
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socialization skills, deficiencies in impulse control and attention span 
and difficulty in processing and sequencing visual and auditory 
in formation. 
Prevention and early intervention are key to reducing the need for 
intensive lifelong services for these infants, yet the system has 
difficulty in identifying this population. 
MEDICALLY FRAGILE!fECHNQLQGICALL Y DEPENDENT 
A technology dependent child is defined by the state Office of 
Technology Assessment as one ". . . who needs both a medical 
device to compensate for the loss of a vital body function and 
substantial and ongoing nursing care to avert death or further 
disability." 
Utilizing data from the Client Development Evaluation Report (COER), 
DDS states that the total number of unduplicated medically fragile 
clients was 6,302 (May, 1990). This includes 2,510 adults and 3,792 
children under the age of 21. However, as data from this source 
have been questionable in identifying other populations, it is unclear 
if these numbers are wholly accurate. 
This population, which rarely survived infancy prior to advances m 
medical technology, has difficulty in being served by a system 
struggling to find ways to meet their developmental needs along 
with a unique set of medical requirements. 
AGING PERSONS WITH DEVELOPMENTAL DISABILITIES 
The Lanterman Act guarantees a lifetime of services for people with 
developmental disabilities. A growing population of older persons 
with developmental disabilities has significant consequences for the 
type of services regional centers must provide. While DDS 
acknowledges the need to develop appropriate vocational, 
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recreational, medical and residential services for this population, 
existing programs are not often designed to meet the changing needs 
of the aging. 
UNSERVED AND UNDERSERYED POPULATIONS 
California's definition of developmental disabilities IS categorical m 
nature. By contrast, the federal law defines developmental 
disabilities based upon functional needs. Many persons with 
substantial handicapping conditions are not being served through the 
regional centers because they fall outside of the state's definition, 
including cases involving traumatic brain injuries after age 18, 
Prader-Willi Syndrome, and learning disabilities. 
According to DDS, over 88,000 clients are receiving regional center 
services based on eligibility under the state definition of 
developmental disability. In addition, 6,781 infants who are at risk 
of becoming developmentally disabled receive services. Costs for the 
delivery of services in FY 1989-90 were in excess of one billion 
dollars. 
While no conclusive studies have been conducted which accurately 
estimate the number of additional persons who might qualify for 
regional center services if California were to adopt the federal 
definition of developmental disabilities, such a change would have a 
significant impact on the cost and nature of services provided by 
regional centers. 
SUMMARY OF IDENTIFIED PROBLEMS 
J. New and en11:rging populations require servtces from a variety 
of state and local agencies. With escalating costs, coordination 
and a clear dclint~ation of authority and responsibility is 
essential. A lack of coordination and disputes over responsibility 
among agencies result in delayed and/or denied services. 
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Services vary from county to county as well as among regional 
centers. Many who are eligible for services are unaware that 
they exist or do not know how to gain access to the system. 
Summary of Public Recommendations: 
• Greater interagency coordination ts needed to prevent 
people from falling between the cracks. 
• Regional centers must be prohibited from deactivating cases 
which involve other agencies. 
• Where more than one agency is involved m the delivery of 
services, joint participation in individual plan development 
should be mandated. 
• A flexible case management approach should be used that 
integrates the need for interagency coordination and, at the 
same time, limits the number of primary service providers 
for a family. 
• Ensure that appropriate referrals and follow-up occur when 
one agency refers a client to another agency. 
• Culturally appropriate outreach should be an ongoing and 
specifically funded activity. 
• A representative of the regional centers should be on all 
boards, commissions, task forces and similar bodies 
appointed or otherwise constituted dealing with new and/or 
expanding populations with developmental disabilities on a 
statewide basis. 
State and local agencies sharing responsibility for specific 
populations should be encouraged to form ongoing task 
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forces designed to foster communication, conflict resolution 
and early discussion of emerging issues. 
• There should be a single agency designated to provide 
coordinated care to these populations. 
• All health care professionals, courts and other appropriate 
agencies should be mandated to make referrals to regional 
centers. 
• Roles and responsibilities of different service providers need 
to be clearly identified with primary responsibility for case 
coordination being addressed on an individual basis. 
2. Comprehensive case management needs of children who are 
HIV positive are not being met by the CCS HIV Children's 
Treatment Program, medical HIV centers or regional centers. 
The model case management system within the regional 
centers is stymied by the excessive caseloads which prevent 
adequate attention to this population's special needs. 
Summary of Public Recommendations: 
• Adequate resources should be allocated to regional centers 
to provide comprehensive case management for this 
population. 
• DDS should pursue Title 19 case management waivers to 
serve these new populations. 
• Funds allocated to CCS for serving children with HIV 
infection should spent rather than reverted. CCS HIV 
Children's Treatment Program should reimburse the regional 
centers for services which are provided to children with HIV 
infection who are both regional center clients and eligible 
for the CCS HIV Children's Treatment Program. 
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3. centers lack sufficient funding for AIDS prevention 
education and training needs. 
of Public Recommendations: 
• DDS should provide additional funds on an annual basis for 
each of the regional centers to train their staff, vendors, 
parents and community members on AIDS education and 
prevention including universal precautions for infectious 
disease control among regional center clients. 
• Expand funding for the ARCA AIDS Education Project, which 
currently provides training to the regional center staff and 
vendors, to include client training. 
4. Current confidentiality laws relating to AIDS and HIV infection 
cause confusion among administrative and program personnel 
within the regional center system as to what procedures should 
be followed for testing, release of test results and consent for 
treatment. 
Summary of Public Recommendations: 
• Health care professionals, including but not limited to 
physicians, should attend annual training in AIDS education 
and prevention, including the laws relating to testing, 
confidentiality and disclosure of HIV test results. 
• The types of persons authorized to discuss the diagnosis of 
center clients should be reviewed to ensure that 
clients have full access to necessary services. 
5. Recruitment of community service providers for persons who 
are AIDS/HIV positive is difficult. 
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Summary of Public Recommendations: 
• Any attempts to develop separate laws or statutes dealing 
with children or adults with developmental disabilities and 
AIDS or HIV infection which single them out for special or 
different treatment should be opposed. 
• Efforts must be made to guarantee that persons who are 
AIDS/HIV positive are not being denied services based on 
the diagnosis. 
• DDS should approve trammg for existing vendors and 
develop an aggressive recruitment/training program for 
new vendors. 
6. Substance-ex posed infants are subject to delays in reccJVtng 
needed services. The current State definition of developmental 
disability is not always interpreted to allow services for a child 
exposed to drugs in utero. The required documentation that 
the child is substantially delayed is difficult to obtain for any 
child under the age of 18 months. By this time, the child has 
outgrown infant programs and may be deemed ineligible for 
services. 
Summary of Public Recommendations: 
• Eligibility criteria for prevention status need to he extended 
from pre-birth through five years of age, allowing for better 
planning. early intervention and continuity of services. 
• Inter-agency planning and coordination need to address 
both prenatal and post-natal infant and family services. 
• Adopt a definition of developmental disability which clearly 
includes all substance-exposed babies. 
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• Avoid labeling children "drug-exposed" to prevent stigma 
associated with receiving certain services. 
7. Families in which there is substance abuse are difficult to 
locate or unwilling to cooperate iri intervention programs. 
Summary of Public Recommendations: 
• Increase efforts to develop public ~wareness regarding the 
effects of and prevention of perinatal substance abuse as 
well as information about regional center services available 
to this population. 
8. Excessively large regional center· caseloads make it difficult to 
provide the intensive case management necessary to meet the 
needs of non-traditional categories of persons with 
developmental disabilities. 
Summary of Public Recommendations: 
• Determine an appropriate staff-to-client ratio for different 
client categories which allows for an appropriate level of 
case management services. 
9. California does not provide adequate in-home care for children 
who are technology-dependent despite a clear fiscal benefit to 
the State. 
The financial burden of families who have a child at home who 
is technology-dependent is oppressive. There is a lack of 
adequate home nursing and medical equipment and a shortage 
of appropriately trained nursing personnel willing to work for 
current allowable rates. Few day care or respite options exist. 
In-home Medi-Cal waivers inadequately address the special 
health and developmental needs of children who are 
technology-dependent. 
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Summary of Public Recommendations: 
• Medi-Cal rates for in-home nursing services, respite care 
and medical equipment must be examined and raised to 
ensure that they are equitable and competitive. 
• Regional center funding for in-home nursing services, 
respite services and other in-home supportive services 
needs to be increased. The current allocation methodology 
for these services needs to be revised. 
• California should apply to the federal government to expand 
its existing Medicaid waivers for in-home services to 
children who are technology-dependent. 
I 0. Non-institutional, out-of-home alternatives for persons who 
rely on technology are scarce. Furthermore, community care 
licensing regulations often frustrate placement for those having 
recurrent nursing needs. 
Summary of Public Recommendations: 
• State-owned/operated and/or state owned/leased 
community residential facilities for this population should 
be developed. 
• State developmental centers must expand their capacity to 
accept children who are technology-dependent, especially 
those who are ventilator dependent. 
• The ICF/DD-.N regulations must be promulgated with all 
deli berate speed. 
• Funding for in ant serv;ces should be based on enrollment 
or program structure not attendance. 
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• Restrictive community care licensing regulations need to be 
revised to reasonably allow for the development of day care 
and residential programs serving this population. 
1 1 . Private and public insurance have exclusionary policies and 
limitations. 
Summary of Public Recommendations: 
• The insurance industry should be given incentives to 
support in-home services when such services would cost the 
same or less than care in acute-care hospitals. 
• The exclusions and limitations of public insurance plans such 
as Medi-Cal and Medicare should be revised to ensure 
persons with developmental disabilities are not denied 
necessary services. 
1 2. Opportunities for age-appropriate activities and health care are 
lacking in environments which foster maximum independence. 
In-home support and appropriate community residential 
options are not always available. A significant number of 
retirement-age persons with developmental disabilities remain 
in sheltered workshops and the traditional activity centers. 
Summary of Public Recommendations: 
• 
• 
Elderly individuals with developmental disabilities should 
have access to integrated senior services. 
Residential facilities which serve an aging population must 
be expanded. Special adaptations to existing residences may 
be needed to accommodate progressive infirmities 
associated with old age. 
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l 3. Some persons with substantial disabilities are denied services 
because they do not meet the state definition of developmental 
disability. 
Many persons who might fall into the functional or "fifth 
category'' of eligibility under the State definition are denied 
services by the regional centers because they are borderline in 
terms of having conditions similar to mental retardation or 
because their IQ score is too high. Eligibility testing for 
regional center services to may be biased since it does not 
always identify the actual functional problems and limitations 
faced by some applicants. Eligibility and intake criteria are not 
uniformly applied throughout the state. 
Summary of Publ1c Recommendations: 
• Adopt the federal definition of developmental disability 
thereby providing lifelong services to those in need. 
• Expand California's definition of developmental disability to 
include additional categories, such as Prader-Willi 
Syndrome. 
• Review anJ rcv1se the fifth category of developmental 
disability, under the state definition, to ensure regional 
centers art' not arbitrarily denying services. 
.. 
• 
Conduct a pilot program using an expanded definition of 
developmental disabilities in one rural and one urban 
regional center catchment area or otherwise phase in the 
use of an expanded definition, county by county, to allow 
funding to he incrementally increased. 
Limit the use of IQ testing as the sole tool used to determine 
eligibility for regional center services . 
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• Reject regional centers denial of servtces based only on a 
designation of "educationally handicapped." 
• Establish a statewide evaluation process to ensure 
uniformity in eligibility. 
• Once eligibility is established by one regional center, 
servtces should be guaranteed if individuals move to other 
regional center catchment areas. 
• The regional center model of service delivery should be 
expanded to include all persons in need of specialized 
services and case management. 
• Any expansion of eligibility under California's definition of 
developmental disability must he accompanied by 
appropriate funding. 
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SUBCOMMITTEES' CONCLUSIONS AND RECOMMENDATIONS 
The fact that regional centers are straining to meet the needs of those 
persons currently within their system is exacerbated by those 
individuals who have or are at risk of having a substantial disability but 
are not being served. For some of these populations, regional center 
responsibility is clearly specified although many experience difficulty in 
meeting restrictive eligibility criteria. For others, regional centers' 
responsibility is not established, yet clearly these individuals would 
benefit from the entitlements and design of service delivery laid out in 
the Lanterman Act. 
To some degree, the failure of the system to meet the needs of 
emerging populations must be blamed on a lack of education, 
prevention, early intervention and planning activities by DDS and the 
regional centers. The impact of these population!? on the 
developmental disabilities services system dramatically demonstrates 
the social cost of prevention dollars not spent. 
While any discussion of fully meeting the needs of these populations 
must acknowledge the additional cost to the developmental disabilities 
services system, that cost can clearly be reduced by the advent of 
improved coordination among agencies which share responsibility for 
these populations, as well as earnest efforts to secure additional 
federal support for less restrictive in-home and community service. 
1 a. State and local agencies should develop forums to foster 
communication, timely conflict resolution and early discussion 
of emerging issues. Regional centers should have 
representation on all policy-making bodies which address these 
populations. 
b. A principle role should be played by regional centers in assuring 
case management and service delivery. Agencies with shared 
responsibilities should jointly participate in individual program 
planning. 
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c. Where the provision of a generic service is in dispute, regional 
centers should be authorized to provide that service. A 
methodology should be developed for reimbursement of cost 
and transition of service provision when another agency is 
found to be responsible for a specific service. 
d. MOU's between state and local agencies must be developed 
and enforced wherever shared service responsibility exists. 
e. State agencies should submit annual reports to the Legislature 
on the effectiveness of MOU's as well as analyses of continued 
areas of dispute. 
f. Regional centers should have the resources necessary to 
ensure aggressive and culturally sensitive outreach 'is occurring 
to eligible indi:viduals and families. 
2 a. Regional centers should be designated as the primary service 
agency for children infected with AIDS/HIV. Adequate 
resources should be allocated to ensure appropriate case 
management services, as well as necessary direct services, are 
provided. DDS should pursue a Title 19 case managemern 
waiver for service to this population. 
b. The CCS HIV Children•s Treatment Program should be 
reviewed for effectiveness in meeting the needs of targeted 
clientele. CCS regulations should be reviewed to determine if 
they are exclusionary. 
3 a. AIDS prevention must be a high priority for regional centers. 
Necessary funding and educational/training resources should 
be provided to regional centers by DDS. The ARCA AIDS 
Education Project should be continued and expanded to ensure 
appropriate training of regional staff, vendors and persons with 
developmental disabilities and their family members. 
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4 a. Training for regional center staff, health care professionals and 
other service providers should be continued include information 
and guidelines regarding confidentiality laws relating to AIDS 
testing and release of test results. 
b. Confidentiality laws were not designed to exclude persons with 
AIDS/HIV infection from necessary services. Practices should 
be reviewed to ensure this is not occurring while maintaining the 
highest possible degree of privacy. 
5 a. Any attempt to treat persons with AIDS/HIV infection differently 
under the law, except as necessary to ensure privacy and 
secure necessary and desirable services, should be opposed. 
b. Regional centers should take steps necessary to ensure clients 
with AIDS/HIV infection are not subjected to discrimination or 
denial of services. This should include appropriate training of 
regional center staff and direct care service providers. 
Additionally, regional centers should actively recruit vendors 
who will provide integrated services to this population. 
6 a. Services should begin as soon as an infant is identified as 
substance exposed, including pre-birth. The 36-month cut off 
for services to at-risk children should be extended. Services 
should continue as long as a child remains at risk. 
7 a. Greater efforts must be made to identify infants who are 
substance exposed. Regional center staff should be trained in 
outreach to families vulnerable to substance abuse. 
Information about regional center services should be provided 
to every medical professional who has regular contact with 
pregnant women and new parents. 
8 a. Staff-to-client caseload ratios should be based on the case 
management needs of individual clients and families. 
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9 a. Rates for all in-home client and family support services should 
be reviewed to ensure are and . DHS 
should pursue expanded Medicaid waivers for in-home services 
to children who require technology assistance. 
1 0 a DDS should develop a course of action to increase the 
availability of community-based residential and day services to 
children who are technology-dependent or medically fragile, 
including but not limited to, state-owned/operated and state-
owned/leased residential facilities; the speedy development of 
ICF/DD-N regulations and the development of a funding 
methodology which ensures adequate compensation to service 
providers. 
b. Community care licensing regulations should be reviewed and 
rev.ised to ensure they do not restrict the placement of children 
who are technology-dependent or medicaHy fragile into the 
community. 
11 a. Insurance coverage should be made available to cover medical 
and support needs for children with developmental disabilities 
who live at home or in the community. 
1 2 a A range of community services should be available in integrated 
settings to meet the changing medical, residential, vocational, 
support and social needs of aging persons with developmental 
disabilities. The planning for these needs should be based on 
the IPP process. 
13 a. The subcommittees recognize the need for integrated, lifelong 
services to support persons with substantial disabilities who do 
not otherwise meet the California definition of developmental 
disability. DDS should contract with an independent agency to 
conduct a study to determine the number of Californians who 
would qualify for regional center services if the federal definition 
were used. 
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b. While the subcommittees support the expansion of California's 
definition of developmental disability to include individuals who 
would benefit from regional center services, it recognizes the 
potential cost inherent in such an expansion. Therefore, a task 
force should be established to determine the most effective and 
prudent method of incremental expansion tied to the availability 
of necessary funding. 
c. A review of regional center eligibility assessment tools is 
necessary to ensure that an arbitrary denial of services is not 
occurring to persons who might be otherwise eligible under 
California's current definition of developmental disability. This 
includes denial based on specific diagnoses such as but not 
limited to "educationally handicapped," as well as denial based 
solely on one assessment tool such as but not limited to IQ 
testing. This review should include a methodology to ensure 
that eligibility standards are uniformly applied throughout the 
state. 
d. Additionally, a needs assessment should be conducted for 
those populations traditionally underserved by regional centers, 





"With the establishmenl of an attitude within every person that 
prevention of damage to our future generations is paramount, only 
then can a prevention advocate relax." 
Peter Leibert, Chair, Prevention Committee 
Association for Retarded Citizens - California 
"The incidence and prevalence of most kinds of developmental 
disabilities has not been reduced in the last forty years in California, 
and they are increasingly alarming among the most vulnerable 
cohorts of our population: the economica1ly deprived, the uninsured 
and undcrinsured, the least educated, the homeless and the 
disenfranchised. Logic dictates that three-fourths of developmental 
disabHities can be prevented if all babies are born well." 
llvland Hebert, M.D. 
"There can be no greater Joss for a person, a family, or for our society 
and the economies of the world than that caused by lifelong suffering 
and loss of mental and physical potential, which occurs all too 
frequently with disabilities resulting from hirth defects or low birth 
weight, including prematurity." 
Barbara Bennett, M.D., Developmental Pediatrician 
"Each year, 10,000 to 13,000 babies are admitted to the NICU who 
arc eligible for Medi-Cal. The cost of the average stay is $29,000. 
One third of these ad missions can be avoided with adequate prenatal 
care. 
Chief Financial Olficcr, Children's 1/ospital of Los Angeles 
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BACKGROUND 
Prevention is often referenced in three categories: pnmary, secondary 
and terti Primary prevention activities altern to eliminate 
causes of disabilities and thus reduce their prevalence in the 
community. Secondary prevention procedures cure or lessen the full 
development of a condition after it has been recognized. Tertiary 
prevention services minimize long-term disabilities or lessen some of 
their effects. 
The Lanterman Act reqmres the regional centers to provide 
prevention services with equal priority to all other services provided 
to persons with developmental services and specifies services both to 
infants at risk of becoming developmentally disabled and persons at 
risk of parenting a child with a developmental disability. 
An Office of Prevention was established within DDS in 1983. The 
following year, three new positions were authorized in the budget for 
each regional center, including a prevention coordinator, a high-risk 
infant coordinator and a genetics counselor. Between 1985 and 1988, 
the high-risk infant caseload rose nearly 200 percent. 
Regional centers may provide all of the following types of servtces to 
persons meeting high-risk criteria: genetic counseling, teratogenic 
counseling, carrier testing, nutrition consultation, ultrasonography, 
amniocentesis, metabolic and hematologic studies, alpha-fetoprotein 
determination and chorionic villus sampling. They also provide 
information and education to the community at large and to health 
professionals about prevention of developmental disabilities. 
DDS has been designated California's lead agency responsible for 
implementing Public Law 99-457 which provides federal funds for the 
development of a statewide, interagency early intervention service 
system to promote the delivery of coordinated services to infants and 
toddlers from birth to 36 months of age who have developmental 
disabilities or developmental delays and to their farnilies. Five other 
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state agencies parllctpate tn the early intervention program, including 
the Department of Alcohol and Drug Programs, the Department of 
Social Services, DOE, DHS, DMH. 
DDS reports that the leading risk factors associated with client 
disabilities are as follows in order of magnitude: 
Low birth weight or preterm labor with complications 
Family history of mental retardation 
Maternal age of 35 or older 
Psychosocial deprivation 
Child abuse or neglect 
Teen-age pregnancy 
Drug or alcohol abuse 
DDS notes an apparent trend in the increasing percentage of 
high-risk infants who have been neonatally exposed to drugs or 
alcohol. The department identifies an increase from 1 1.5% prior to 
July, 1987, to over 26% of infants who are at high-risk since July, 
1988. It acknowledges that the increase, however, may result in part 
from improved detection methods and greater awareness of the 
symptoms. This contributes to increasing numbers of children who 
are technology-dependent as more are provided with technological 
services enabling them to live. These children require developmental 
as well as health care services in order to prevent secondary 
disabilities. 
Additionally, DOS reports that prevention efforts do indeed "pay off." 
It cites statistics from the Genetic Disease Branch of DHS showing the 
following: 
The number of women recetvmg genetic diagnostic and 
counseling services increased from approximately 2,000 in FY 






persons with metabolic disorders per year are detected and 
treat~d. resulting in an annual cost savings $300 million as 
the Genetic seasc B 
Smcc the beginning of the neural tube screenmg program m 
A I, l9X6, more than 800,000 women have been screened with 
14 7 serious abnormalities being found. 
In 1984, DDS completed a draft comprehensive interagency plan for 
reduction of childhood disabilities, entitled "Prevention 1990." The 
p1an identified eight essential service elements which need to be 
addressed if the incidence of childhood disabilities is to be reduced. 
These plan components include perinatal care, early intervention 
services, genetic services, prevention of environmental hazards, 
prevention education, public and professional education, management 
information systems and administration. 
SUMMARY OF PROBLEMS IDENTIFIED 
I . Not enough state resources are being allocated to the prevention 
of long-term disabilities which take a tremendous toil from a 
personal as well as from a financial perspective. There is not a 
financial commitment from the Admi stration and Legislature 
on the importance and priority of prograrns that reduce the 
incidence of disabling conditions. 
The Office of Prevention is "buried" within DDS with little visible 
staffing and has limited purview to implement the strategies 
proposed in the "Prevention 1990" plan. While each of the 
regional centers conduct prevention programs, there still are no 
state-developed time frames for a more cohesive, coordinated 
statewi approach to prevention. 
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Summary of Public Recommendations: 
• State government, at all levels, should promote greater 
visibility and emphasis on prevention programs, both in 
terms of funding and importance. 
• A policy board should be developed to oversee 
implementation of the functions of the Office of Prevention 
within DDS, including agency, provider and parent 
representation. 
• All agencies of the state which provide services to persons 
with disabilities should make more extensive use of the 
media. other than use of brochures, including the electronic 
media. 
2. The general public is not well educated about prevention and 
high-risk populations. 
Many persons are not being served due to lack of awareness. 
Outreach and education lacks cultural sensitivity to communities 
at risk. Moreover, insufficient resources are specifically 
dedicated to outreach efforts. 
Persons in need of services and those at risk are not identified i11 
a timely manner. This is especially critical in the case of infants 
and very young children where early intervention will have the 
most positive effects. 
Summary of Pub! ic Recommendations: 
• Prevention education should be mandated in all public schools 
starting in the primary grades. 
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• DDS or DHS should provide each mother of a high-risk or 
infant with a prevention packet or brochure within 
24 hours of birth. 
:1. on programs arc not a funding priority. Data collection 
ts not occilrnng in ways to assist with the planning of prevention 
serv 1ces. 
funding is needed for prenatal care, nutrition, 
immunization, health care for children and pregnant women and 
family planning. 
Summary of Public Recommendations: 
• A greater priority in health care funding should be gtven to 
programs that ameliorate health problems or disabilities. 
• Regional center prevention caseload ratios should be capped 
to ensure adequate case management occurs. 
4. Prevention programs lack the flexibility necessary to meet 
changing needs. 
Summary of Public Recommendations: 
• Identification of persons who should be targeted for 
prevention should be an ongoing effort, resulting in 
continuing modifications of prevention priorities to meet the 
identified needs. 
eligibility criteria for infants at high risk should be 
reviewed to determine if the 36-month limit is an adequate 
period to determine if a child continues to be at significant 
risk of having a developmental disability. 
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5. Early intervention, particularly to new populations such as 
infants who are substance-exposed, is crucial to the provision of 
prevention services which can help the infant or child. 
Referrals to regional centers are steadily increasing for infants 
who are drug-exposed or AIDS-infected. 
Early intervention programs stop at three years of age at which 
point families must rely on school districts for services until the 
child reaches school age at five. Services for three-to-five-year-
olds are often lacking, and continuing intervention services are 
often needed for this group of children. 
Many parents are not given timely information about prevention 
services available to them after a child with a developmental 
disability is born. This is especially critical in the case of infants 
and very young children where early intervention will have the 
most positive effects. 
Summary of Public Recommendations: 
• A comprehensive approach to the provision of serv1ces for the 
drug-abusing mother and infants who arc substance-exposed 
should emphasize treatment and family re-unification and 
de-emphasize prosecution. 
• Regional center staff and community-based providers should 
be t1 ainecl about the needs of populations who are drug-
exposed. More coordination of services for infants who are 
drug-exposed is needed among CCS workers, regional centers, 
hospitals and public health agencies. 
• DDS and DSS should coordinate to ensure that each mother of 
an infant with developmental disabilities or at high risk is 
- 181 -
given a prevention packet or brochure within 24 hours of 
· rth explaining the types of diagnostic and service options 
available to her. 
• Education of physicians, on an ongomg basis, is necessary to 
increase awareness of developmental disabilities in order to 
result in more referrals in a timely manner. 
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SUBCOMMITTEES' CONCLUSIONS AND RECOMMENDATIONS 
More emphasis needs to be given to the importance of prevention 
services at the state level. Also, a higher priority should be given to 
funding prevention programs to prevent the loss of human potential as 
well as the loss of resources. 
1 a. A statewide policy, and concomitant resources, should be 
developed to assure that all pregnant women receive 
comprehensive perinatal care and all children under five years 
of age receive health and prevention services, including 
immunizations. 
b. Prevention goals, consistent with the findings in the "Prevention 
1990" draft report, should be added to the Lanterman Act. 
c. DDS should develop timeframes to implement the goals of its 
"Prevention 1990" draft report for use by each regional center. 
d. DHS should provide increased health care outreach to 
immigrants to identify and prevent outbreaks of contagious 
diseases, such as measles, which may cause developmental 
disabilities. 
2 a. DHS, DDS and DOE should undertake collaborative efforts to 
reach the public with prevention messages on prenatal care, 
alcohol and drug abuse, seat belt and helmet use and other 
topics through the electronic as well as printed media. 
b. Health curricula in public schools should be expanded to include 
prevention information, starting in grade school. 
3 a. A continuing data base of incidence characteristics should be 
maintained by DDS to indicate changes in the demographics 
and the diagnoses of new cases of developmental disabilities 
and to justify increased funding. This could be done by 
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developing a childhood disabiHty surveillance system capable of 
documenting the incidence and prevalence of developmental 
disabilities, analysis of data and evaluation of prevention 
strategies. 
b. Regional centers should have lower caseloads for families and 
infants to take into consideration the frequency of services 
required for the complex medical and social problems of 
children at risk and their families. 
c. Regional centers should have sufficient additional resources to 
provide increased genetic counseling, particularly for persons 
who do not speak English. 
4 a. The 36-month age limit for infants at risk should be extended in 
order to give more time to determine if a child continues to be at 
significant risk for having a developmental disability and to close 
the gap between children of this age and five years old when 
they enter the school system. This is particularly important for 
infants who are drug-exposed and who may have severe 
learning problems which may not be diagnosed until after three 
years of age. 
b. Regional centers, in partnership with university affiliated 
facilities and other agencies, with assistance from DDS and 
DHS, should routinely inform physicians in their areas about 
assessments and services for diagnosed cases of 
developmental disabilities. 
5 a. Regional centers, with financial and technical assistance from 
DDS, should expand their outreach services to women at risk of 
having a child who is developmentally delayed and to families 
with children who may require a diagnostic assessment to 
detect the presence of a developmental disability. 
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b. To the extent regional centers do not currently have reporting 
relationships with local health departments, hospital maternity 
wards and neonatal intensive care units, infant stimulation 
programs, locally based pediatricians, and other persons and 
programs which might first see a woman with a high-risk 
pregnancy or a child at risk of developmental delay, these 
relationships should be developed to ensure timely referral, 
assessment and follow-up. 
c. Education of physicians is necessary to increase awareness of 
diagnostic and treatment services for developmental disabilities 
and of the need for timely referral to regional centers for 
assessment. 
d. Physicians should be required to refer parents of infants with 
developmental disabilities or who are at risk to a regional center. 
e. DHS and DDS should ensure that information about available 
resources is given within 24 hours following a birth to a woman 
who has given birth to an infant at high risk or with a 
developmental disability. 
f. Regional center eligibility criteria should be expanded to reflect 
the broader federal eligibility criteria for children with 
developmentally disablilities. This would allow children who are 
chronically ill, who do not have a chromosomal abnormality or 
seizures or other state-defined developmental disabilities, to 




"Inter-agency coordination is a process by which fiscally and 
administratively distinct entities cooperate to ensure timely and 
cost effective delivery of needed services. It entails a certain 
level of communication, recognition of common purpose and a 
willingness to share the rewards, as well as the risks, of joint 
ventures." 
Association of Regional Center Agencies 
"Unless there's something material to be gained that furthers the 
mission of the agency, coordination will remain at its current 
and largely ineffective level." 
Dick Jacobs, Executive Director 
Valley Mountain Regional Center 
"Pursuant to legislative mandate (W & I Code, Sec. 4620), it is 
the regional centers that are to provide systems coordination by 
acting as fixed points of contact in the community to the end 
that persons with developmental disabilities and their families 
have access to facilities and services." 
San Gabriel Valley Coalition 
"CCS represents the greatest challenge to the ideal of interagency 
coordination because its view of disability and service 
philosophy are so different from those held by most other 
agencies serving people with developmental disabilities." 
Association of Regional Center Agencies 
"What a lot of us have always known is that the State 
Department of Education communicates only with God." 
Senator Dan McCorquodale 
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Learning to ride the bus is part of community independent living 
training in San Francisco. 
BACKGROUND 
Programs designed to meet the special needs of people with developmental 
disabilities are not confined to DDS and regional center services. Other 
departments and systems that provide services to people with 
developmental disabilities include: DOE, DHS, DSS, DMH, DOR, the 
Department of Alcohol and Drug Programs; local private and public 
agencies and generic agencies providing services to the general public, 
such as parks and recreation, transportation, employment, foster and child 
care and family support systems. 
This diversity is reflected in the Lanterman Act's mandate for SCDD to 
include representation on its board from the Health and Welfare Agency, 
the Directors of DDS and DOR and the Superintendent of Public Instruction. 
SCDD must also have representation from OAB, service providers and 
county government. 
This cross-representation 1s intended to address the fact that programs for 
persons with developmental disabilities ". . . are provided by hundreds of 
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public and private State and local agencies, that the legal, civil, and service 
rights of persons with developmental disabilities are frequently denied 
and that there is no effective method for planning and coordinating the 
state's resources to assure these rights." Therefore, SCDD exists as a body 
independent of any single state service agency. 
Additionally, the area boards are required to review the policies and 
practices of publicly funded agencies that serve or may serve persons with 
developmental disabilities to determine if such programs are meeting their 
obligations under local, state, and federal statutes. 
Interagency coordination can he established through an interagency 
agreement, MOU or less formal mechanisms. The nature of these 
documents is to detail procedural steps, including scheduling of meetings 
and responding to requests for assistance. Coordination mechanisms are 
often not mandated hy statute and are difficult, if not impossible, to 
enforce. 
Interagency agreements do not encourage or promote systems change, nor 
do interagency agreements alone guarantee efficiency of service delivery. 
The primary motivation for participation stems from state or local 
mandates or from recognition between two service agencies that 
clarification of roles is needed relative to funding as well as services. 
DDS and the regional centers have, to differing degrees, established 
interagency agreements with state departments, subsidiary agencies, 
federal agencies and various local programs providing services to people 
with developmental disabilities. 
ARCA cited the statewide Early Intervention Project funded under Public 
Law 99-457 as an example of very successful coordination. This program 
is predicated upon interagency coordination, from the state level to the 
local level, and includes local planning areas to further ensure coordination 
of educational and health services to young children. 
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Another nation program identified as functioning effectively is the, 
n Psychiatric Emergency Coordinating Committee which 
addresses routine problems faced by the Los Angeles Police Department in 
its role of interacting with people who are mentally ill, developmentally 
disabled or otherwise functionally impaired. In this county program, the 
Chief of Police has brought together the agency heads from the 
Departments of Mental Health, Parole, Probation, Fire, and Police, and 
emergency care providers. 
These groups have developed an MOU stipulating what each of these 
agencies is legally required to do. One problem with the program 
identified by the Los Angeles Police Department is the unwillingness of the 
regional centers in Los Angeles to provide emergency services to persons 
with developmental disabilities unless the person is a client of the regional 
center. 
SUMMARY OF IDENTIFIED PROBLEMS 
l. General Systems Coordination Problems 
Poor systems coordination was repeatedly reported as a significant 
barrier to the effective delivery of services. Testimony cited 
confusion by persons with developmental disabilities and family 
members, wasted time seeking services, poor state coordination of 
services, little state and local motivation to resolve coordination 
and lack of a sufficient range of resources. 
These problems resu It in persons with developmental disabilities 
and their family members not receiving services at all or not 
receiving them in a timely manner because either they do not 
know about the services or the services are unavailable to them 
for financial, eligibility, geographic or other reasons. 
People who serve the general public, such as bus drivers, police, 
fire fighters, paramedics, day care operators, baby sitters and 
medical professionals, need to know the special needs and 
- 190 -
functional abilities and limitations of persons with developmental 
disabilities so they can provide care and services in the most 
effective way. 
Summary of Public Recommendations: 
• Recommendations were made in various hearings to require 
specific qualifications of the Director of DDS and other key 
agencies, as well as of other persons appointed to SCDD and area 
boards, in order to ensure greater knowledge about the 
developmental disabilities services system, greater commitment 
to services, and better coordination with other state and local 
agencies. 
• Training programs should not only be targeted for providers 
who usually work with persons who are developmentally 
disabled but also for professionals and community and public 
service workers who may have occasional encounters with 
them. 
2. Medical Services 
Medical services for persons with developmental disabilities are 
often fragmented. Medi-Cal, CCS and regional center medical 
services all have differing eligibility standards and offer different 
benefit levels. Moreover, such persons often need health, medical 
and ancillary services from a number of different health 
providers. The system of referral from one medical provider to 
another also is fragmented, incomplete and inadequate. 
Medi-Cal reimbursement rates are identified by providers as too 
low, creating a disincentive for health care professionals to serve 
Medi-Cal patients. Few female clients receive appropriate 
prenatal, obstelric, or gynecological care, from either the public or 
private sector. Additionally, the complexity of paperwork and 
long delay~ in payment serve as further disincentives to providers 
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to accept Medi-CaL Persons who live in rural areas have less 
access providers and often must travel many miles to 
recetve their medica] care. This also serves as a disincentive for 
high women to seek and receive prenatal care which can 
ent or the effect of developmental disabilities. 
There is often insufficient dental care for people with 
developmental disabilities due to a lack of dentists willing to 
accept Medi-Cal or to accept persons with special needs. Often 
what care is available is poor, because dentists lack training and 
experience in dealing with the dental needs of persons with 
developmental disabilities. 
Because of delays in approval or disagreements about eligibility, 
children often do not receive the durable medical equipment, such 
as wheelchairs, needed to maintain them in their homes. 
CCS eligibility is based, among other things, upon the child's ability to 
benefit from treatment. According to DDS, this practice leads to 
denial of services to both severely involved youngsters needing 
medical services to prevent regression or serious deterioration of the 
conditions and to children who are both physically and 
developmentally disabled on the grounds that their condition is not 
likely to improve. 
Moreover, CCS is not required to make a decision whether or not to 
approve and provide services within any given time period. This 
results delays between application for a CCS service and a 
decision whether or not to approve the service. 
Additional concern was expressed about the inabiJity to provide 
therapies and the inadequate numbers of therapists who will 
agree to work for CCS. 
Finally, the absence of ~m appea1s procedure, despite many 
legislative attempts to requlfe a fair hearing appeals procedure, 
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contributes to the difficulties encountered by persons with 
developmental disabilities attempting to receive CCS medical 
services. 
Summary of Public Recommendations: 
• A task force should be established to advise the Legislature on 
how to address poor access to Medi-Cal services resulting from 
inadequate rates, complex paperwork and late payments. 
• More health care professionals, including dentists, should be 
required, or encouraged, to accept Medi-Cal and to accept 
patients with developmental disabilities. Training should be 
provided to health care professionals on the special needs of 
this population. 
• SCDD and DHS should establish specific goals in their long-range 
plans to ensure availability, accessibility aud quality of health 
services to persons with developmental disabilities. 
• CCS eligibility should be broadened to include service criteria to 
prevent further deterioration or disability. 
• A fair hearing appeals procedure must be established for the 
CCS program. 
• CCS, like regional centers, should have established timelines for 
decision-making concerning approval or denial of services. 
• Regional centers should be encouraged/required to develop and 
maintain an updated list of medical providers who specialize in 
treating persons with developmental disabilities. 
• Reasons for delays in approval by CCS or Medi-Cal for the 
purchase of durable medical equipment, such as wheelchairs, 
should be determined and corrected. 
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3. Education Services 
In t area of education, there are a number of interagency 
that prevent the goals of inclusion, appropriate 
educational services and integrated learning. Although most 
regional centers have an interagency agreement with the special 
education local plan areas (SELPA's), the two systems may often 
have differing goals for a particular client, as stated in the IPP and 
the IEP. This can cause confusion, if not actual discrepancies, and 
conflict. 
Although most regional centers and the local education agencies 
notify each other when IPP or IEP meetings are scheduled, 
pursuant to both state and federal law, this system is not fool-
proof and this notification is not always given. School personnel 
testified that school district staff have participated in IPP meetings 
but only "on an invitational basis and when appropriate." 
Parents complain that IEP's are school-driven not student-driven. 
Few school districts include students with developmental 
disabilities into regular classrooms with appropriate support 
service as federal law requires. Most districts still place these 
students in segregated programs. In either case, students with 
developmental disabilities often must travel great distances to 
attend school. 
The low priority placed on integration by local districts and DOE is 
reflected in the absence of model programs and an unwillingness 
to develop data on students in integrated settings. 
"Transition gaps" exist between primary and secondary education 
programs for students with special needs and particularly between 
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graduation and community life. After-school programs, including 
recreation, are often lacking or scarce for children with special 
needs. 
A complicating factor is that some school districts may be involved 
with several regional centers for the coordination of services to 
pupils. 
There are increasing numbers of children who are medically 
fragile entering the education system, requiring an even more 
intimate working relationship between education and health 
service providers. DDS expressed concerns it has heard from the 
education community about the ability of school districts to handle 
children who are medically fragile. 
As the technology for treating persons with severe disabilities 
continues to improve, there will be an expanding need to address the 
integration of students with severe impairments into educational 
settings. School districts fear liability should a child with disabilities 
become injured or die in a classroom. 
Differing eligibility standards create confusion for families when 
school-age children are assessed as eligible for school services but 
then are denied related services from a regional center, such as 
respite care, because they are not deemed eligible. Sometimes this 
situation occurs because of assessment problems: if one system 
(such as special education) deems the child as disabled enough to 
receive education services but the regional center does not 
consider the child as qualifying for services, then the services 
needed to coordinate treatment and education may not be 
provided. 
Often, one of the entities will not accept the assessment of the 
other agencies and another assessment must then be conducted. 
- 195 -
Dual assessments are not only time-consuming and expensive, but 
can lead to differing conclusions and differing interpretations of 
eligibility for services. 




DOE should be added to the list of agencies with which DDS 
shall initiate and monitor performance agreements. 
The I PP and lEP development process should be better 
coordinated in relation to uniform goals and objectives. 
Regional centers and SELPA's need to do a better job of 
informing each other about IPP and IEP meetings. 
Representatives of service agenc1es should be required to 
participate in the creation of client plans developed by other 
agencies. 
• Copies of all servtce plans should be kept together to ensure 
they are considered when plans are revised. 
• The IEP should be made subordinant to the IPP m order to 
achieve focus on the "major" document that plans services for 
the child with developmental disabilities. 
• School hours should be extended to allow integrated 
community recreation opportunities with peers. 
• 
• 
Transition planning between school and the employment world 
should be improved by continuing schooling for young adults 
after graduation and by requiring greater collaboration 
between the SELPA and the regional center for transition plan 
development and implementation. 
Since a school district may be involved with more than one 
regional center for services to its students. and since regional 
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centers may have differing policies for eligibility, services and 
coordination with SELPA's reqmre greater uniformity of 
procedures among regional centers relating to special education 
programs. 
• Assessments and diagnoses between SELPA's and regional 
centers, as well as other agencies such as CCS, should be 
coordinated in order to avoid costly and unnecessary 
duplication for purposes of ascertaining eligibility. 
• SELPA's should better plan for increasing numbers of 
medically-fragile students who are entering the school system. 
In conjunction with this planning, school districts must be 
given a certain amount of freedom from liability in serving 
students with higher medical risks. 
4. Licensini: and Program Monitoring Issues 
The system permits conflicts over the different monitoring 
responsibilities of different agencies in the areas of expectations, 
processes and regulations. Agencies involved include licensing 
authorities, such as DHS and DSS, and monitoring entities, including 
school districts and regional centers. 
Many providers lack sufficient awareness and knowledge of 
regulations and requirements which affect their programs. Often, 
they only find out about the various system laws affecting them 
through a trial-and-error process, resulting in a reactive, negative-
experience monitoring system. 
The conflicting requirements not only can be overly burdensome 
on providers but also can create unreasonably restrictive 
environments for persons with developmental disabilities. Finally, 
the degree of discretion allowed the individual licensing and 








of Public Recommendations: 
The monitoring responsibilities of major agencies serving 
persons with developmental' disabilities should be studied to 
identify ways to eliminate duplication and conflicts and to 
simplify monitoring processes. This could be accomplished 
through an interagency coordinating council. 
Paperwork should be left to licensing agencies, and quality of 
care should be the responsibility of the service agencies to 
ensure that quality and compliance are undertaken as separate 
functions. 
Standards used to accredit the state developmental centers 
should be applied to all licensed residential care facilities 
insofar as the service needs may be the same for clients. 
Licensing standards which are rigid and restrict persons from 
living safely in the community should be revised. 
A mechanism for resolution of conflicts among DDS and other 
regulatory entities such as fire marshals and DHS, DMH and DSS 
should be developed. This should include restructuring of 
current evaluation processes to prevent unneccesary closure of 
facilities while supporting the necessary authority to respond 
appropriately to facilities providing substandard care. 
5. TransportaU 011 
Witnesses repeatedly cited inadequate or nonexistent 
transportation as a pervasive obstacle to appropriate, integrated 
services. Transportation problems are often worst in rural areits. 
Private transportation providers may be difficult to secure and 
cannot offer the wider travel options avail,able from many public 
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transportation systems. On the other hand, public transportation 
often cannot reasonably accommodate the needs of persons with 
physical disabilities. For example, in those cities which attempt to 
meet their federal mandate to address the needs of riders with 
disabilities through adaptive devices on transit vehicles, accessible 
lines are usually limited to specific routes and specific times. Even 
then, the equipment often breaks down, leaving persons with 
disabilities stranded. 
Summary of Public Recommendations: 
• Local transportation agencies should be required to reimburse 
regional centers for transportation costs incurred due to a lack 
of adequate public transportation. 
• Area boards should instigate proceedings of non-compliance 
against local transportation agencies when they fail to meet the 
transportation needs of persons with disabi Iities. 
• SCDD should explore ways to motivate local transportation 
agencies to provide adequate transportation services, including 
making reports to federal funding agencies. 
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SUBCOMMITTEES' CONCLUSIONS AND RECOMMENDATIONS 
Interagency coordination is essential to ensure smooth delivery of services 
needed by persons with developmental disabilities and their families and to 
which they are entitled. Lack of coordination in the areas of assessment, 
eligibility criteria, service planning, funding sources, delivery methodology, 
appeals procedures and timelines and follow-up are proplems as serious 
as the lack of services itself. 
It does not matter that an after-school program exists if a person cannot get 
to the program or does not qualify because of differing eligibility standards 
or because the client and family are unaware of the existence of the 
program. 
In an era of increasing demands upon limited resources, it becomes 
increasingly imperative that linkages exist among the programs that do 
exist to serve persons with developmental disabilities. In recognition of this 
need, careful attention must be given to the way in which the thousands of 
individuals working in programs serving people with disabilities are able to 
connect services in a logical, smooth and stress-free manner for persons 
with developmental disabilities and their families. 
1 a. Good coordination and strong program linkages can sometimes, but 
not always, be mandated. To do so would require constant 
modification of the Lanterman Act and other laws as new services 
are developed and old programs are eliminated. Rather, 
coordination is as much determined by attitude as it is by service 
mandate. Family members, clients, professionals and advocates 
should continue to advocate for systems coordination within political 
and service environments that will continue to change. 
b. The components of the developmental disabilities system, including 
DDS, SELPA's, regional centers, area boards and community 
organizations, should undertake ongoing efforts to educate 
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community-based workers, such as bus drivers, law enforcement, 
medical providers and others, about the needs of persons with 
developmental disabilities. 
c. Specific goals should be establishE~d involving interagency 
coordination in their long-range plans to address the availability, 
accessibility and quality of health services. 
2 a. CCS eligibility should be broadened to include medical service 
criteria that focuses on preventing further deterioration or disability. 
b. A timeline for CCS decision-makinn, to either approve or deny a 
service, should be developed. 
c. A CCS fair hearing appeals procedure should be established, 
including continuation of the servic,es during the appeal. 
d. CCS and Medi-Cal should reflect the real cost of providing services 
including the purchase of durable medical equipment such as 
wheelchairs. 
e. Regional centers should maintain and update lists of medical 
providers in their geographic areas who specialize in treating 
persons with developmental disabilities. 
3 a. Educational opportunities for all children should be provided in 
integrated neighborhood schools and regular classrooms with 
necessary support services for children with special needs. 
b. An examination of the variables in eligibility, assessment and 
diagnostic procedures, service linkages, and common goals in 
programs and services for persons with developmental disabilities 
should take place. 
c. The regional center, which is responsible for addressing a wider 
range of needs of a developmentally disabled child than the school 
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district, should have ultimate authority to review the IEP to 
determine whether the IEP goals are consistent with IPP goals. If 
the goals are inconsistent, the regional center should have authority 
to require another IEP consultation to conform the goals. 
d. ARCA should develop more uniform operating methods among the 
regional centers regarding the way in which they develop 
coordination procedures with special education services. 
e. School districts, county offices of education, and SELPA's should be 
given a certain amount of freedom from liability in serving students 
who are medically fragile, under specified circumstances, to 
address the growing number of children who are medically fragile 
and who need education programs. 
4 a. DDS, DHS and DSS should educate community care providers 
about the myriad regulations and licensing requirements to which 
community services are subject. 
b. Licensing requirements should be flexible to ensure that needs can 
be met in safe environments within the community. 
c. A mechanism for resolution of conflicts among regulatory agencies 
must be developed, and regulations must allow for the flexibility 
necessary to address the specific needs of each individual. 
5 a. Local transportation agencies should be required to reimburse 
regional centers for transportation costs incurred due to a failure to 
meet existing transportation mandates. 
b. Area boards should initiate proceedings of non-compliance against 
local transportation agencies when they fail to provide mandated 
transportation services. 
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The state should explore ways to improve the ability of local 




"We have great concerns about the current practice of expending 
a disproportionate share of available resources on state operated 
programs as compared to community operated services." 
David lsom, Executive Director 
Redwood Coast Re~ional Center 
"After twenty years of existence the system docs not have a rate-
setting method which has even gone through a common 
rcgu latory process. When regional centers overspend their 
purchase of service budgets they are traditionally told that they 
are bad managers and arc given more money. When they 
underspend their purchase of service budgets they are told that 
they are good managers and are given little or no purchase of 
service increases and in some cases are given less money." 
Robert A. Graham 
Area Board I 
"Funding is what drives the Lanterman Acl, as the Act is the 
expression of state public policy whereby the state accepts an 
obligation for its citizens with developmental disabilities." 
Association (or Retarded Citizens C a lilo r n i a 
"Providers are structured into providing services based on the 
rate-setting mechanisms, instead of providing quality services 
based on the identified needs of the individual." 
Paul Cooney, Co-chair 
Tri-Counlil's Rct:iona/ Center Advisory Commillec 
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BACKGROUND 
The Lanterman Act states, "The State of California accepts a 
responsibility for its developmentally disabled citizens and an 
to them which it must discharge," and entitles persons 
with developmental disabilities to services. The entitlement 
provtswns are unique to the developmental disabilities services 
system and to Medi-Cal and are not found in other human services 
programs. 
Despite this legal obligation, regional centers, at the encouragement 
of DDS, have historically attempted to limit and/or deny services in 
order to remain within their budget. This practice was the basis for 
a 1985 lawsuit brought by ARC-CA against DDS, resulting in a ruling 
that the services listed in a person's IPP must be provided as long as 
funds remain. 
The ruling did not state that unlimited funds must be provided; it 
acknowledged that, as the defendants contended, ". . . the regional 
centers may spend no more money to provide services than the 
· Legislature has appropriated." What the ruling did state was that, as 
soon as funds are exhausted, the right to services can no longer be 
enforced, "but may be financed through an additional appropriation 
if the Legislature so chooses." 
In l Governor proposed several budget-reducing actions. His 
1990-9 J budget proposed limiting enrollment in work -activity and 
supported-employment programs by placing caps on caseload and 
iminating the entitlement provision that specifies "a right to 
treatment and habilitation services," intending to save the State $10 
million. This proposal was never implemented by the Legislature. 
For the second consecutive year, DDS has proposed the establishment 
of parental fees for case-management services provided by regional 
centers for children living at home, for a potential revenue of $1 - 2 
million. According to DDS, the imposition of this parental fee is 
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necessary to qualify for receipt of new federal Medicaid dollars, 
although other states have received these funds without imposing a 
similar fee requirement. For the past few year, the state budget has 
reduced the regional center operations budget by $27 - 33 million m 
state funds in anticipation of receiving that amount in federal 
Medicaid targeted case management funds, although DDS has not 
been successful in secunng these funds. 
It is of significant concern to the developmental disabilities 
community and to these subcommittees that the aforementioned 
budgetary proposals may be attempts to restrict the Lanterman Act's 
guarantee of least restrictive services, promotion of independence 
and guarantee of entitlements. 
SUMMARY OF PROBLEMS IDENTIFIED 
The current system is fiscally driven rather than need-driven. 
Despite the entitlement provisions, stipulated in law and upheld by 
the courts, budgeting constraints continue to limit the amount and 
the array of services received by persons with developmental 
disabilities. There is insufficient service and resource development 
and related funding, especially in rural areas where geography, lack 
of training resources and lack of an adequate array of generic 
services inhibit the capacity to provide services to persons with 
developmental d isabi I i tics. 
I. There arc a number of funding disincentives that discourage or 
prevent community-based services. 
Rates and regulations for community residential, day and 
support services have been identified by providers as 
inadequate to ensure quality and stability, despite current 
actions by DDS to develop new rates and program structures. 
Regional centers may only purchase services that fall into fairly 
rigid "vendorization" categories. If a particular needed service 
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ts not recognized for reimbursement under DDS regulations or 
1s not vendorized as a specific category, that service cannot be 
purchased -- even though it may exist in the community. This 
prohibits creative tailoring of needed services which might 
p support a person with developmental disabilities in the 
community. 
PDF is comprised of revenues derived from the mandatory 
contribution by parents toward the support of their minor 
children who are placed outside of the home. The parental fees 
are assessed on a sliding scale, not to exceed the costs of 
maintaining a child without disabilities at home. The 
Lanterman Act stipulates that the intended usc of these funds 
is to ". . . provide resources needed to initiate new programs, 
consistent with approved priorities for program development 
in the state plan." The law also allows DDS to use parental fees 
<I' 
for purposes other than new program development, when 
specifically appropriated to DDS for these other purposes. 
In past years, funds have been used to "bail out" community 
facilities in jeopardy of closure, and also to pay the costs of 
converting residential facilities to medical facilities. In 1990-
91, for example, approximately 10% of the $4.7 million PDF was 
allocated to these conversion costs. At issue is whether this use 
of PDF falls within the intent of the Lanterman Act to start up 
"new" programs. 
There are serious disincentives in the funding system to 
provide individuals with appropriate residential and support 
serv1ces. Lack of sufficient start-up funds, insufficient rates 
and restrictive regulations inhibit and, in some cases, prevent 
sufficient support to families to maintain children who are 
medically fragile or behaviorally involved at home; the 
movement of individuals from large health facilities to smaller, 
more horne-like settings; and the establishment of appropriate 
residential and day services. 
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Instead, the funding system encourages the inappropriate 
placement of children and adults into developmental centers 
when those persons could be in the community with 
appropriate family support services or needed specialized 
services. When community-based facilities close for lack of 
funding, individuals often are placed into state developmental 
centers for lack of sufficient community-based alternatives. 
Additionally, as regional centers do not bear the cost of 
developmental center placements, there may be a fiscal 
disincentive to provide community-based services. 
The instability caused by the disproportionately low funding 
levels for community-based services encourages some to seek 
stability in an institutionalized setting. ARC-CA testified, "We 
believe that the failure to adequately fund the community 
residential system causes some parents to be reluctant to place 
their family member in a community facility. Parents see low 
wages, high staff turnover, and a community care system 
which is very uneven in the quality of care." 
DDS established the ARM in 1987 to ensure quality assurance 
standards for residential service providers, and to provide 
rates intended to reflect the costs of implementing these 
standards. These standards and new rates are being phased m, 
for targeted completion by January I, 1991. As a result of the 
new ARM rates, most residential care providers will receive 
Increases in their rates. 
However, providers state that the ARM rates are inadequate to 
meet their costs of providing the requisite levels of service, and 
that some providers will actually incur reduced rates in 
accordance with the ARM formula unless DDS continues to 
protect these specific facilities by ensuring that their rates will 
not decrease. This special protection is termed "red-circling," 
which allows these particular facilities to maintain rates higher 
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than those that would be provided under ARM, if the ARM 
rates would otherwise result in a rate reduction. Moreover, the 
ARM rates provide inadequate funding for direct care servtces 
provided at night in some residential facilities. 
Summary of Public Recommendations: 
• The adequacy of rates to providers, sufficient to provide the 
range of community~based services necessary to support 
75,000 regional center clients, must be measured and 
ensured. 
• State-owned/operated and/or state-owned/leased facilities 
should be tested to determine if they can provide more 
program stability and less staff turnover. 
• More flexible reimbursement categories should be 
developed to encourage innovative programs and to 
encourage least restrictive placements. 
• Incentives in the funding system should be developed to 
reward the creation of services that enable communities to 
support persons with developmental disbilities, even those 
with significant disabilities. 
The funding methodology should encourage new servtce 
providers to enter the field rather than discourage them to 
the point of program closures. 
Families should be given a much larger role in assisting with 
the care of their children with developmental disabilities, 
and funding mechanisms should allow and encourage the 
maintenance of children who are medically fragile or 
behaviorally involved at home. 
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• The developmental centers should not be used as a back up 
when community facilities close. Instead. community 
emergency placements should be developed to cover this 
contingency. 
• Funding for community facilities should he adequate to 
ensure they do not close merely for reasons of inadequate 
financing. When a facility is in danger of closure for other 
reasons, such as mismanagement or retirement, DDS, DHS 
and DSS should have a contingency plan to prevent 
inappropriate placement of facility residents into 
developmental centers or other institutionalized levels of 
care which are not appropriate. 
• A voucher system and other flexible purchase of servtce 
alternatives, should be tested to determine if they result m 
more efficient utilization of existing dollars. 
• Regional centers should have to bear the cost of 
developmental center placements. 
2. Proposals to supplant state funds with federal funds and 
parental fees threaten total dollars available for services and 
would set a precedent conflicting with the intent of the 
Lanterman Act. Also, the state fails to use all federal money 
a vai I able. 
One issue that has plagued the regional center system over the 
past few years is the proposed use of federal Medicaid funds to 
offset State funds rather than to increase total spending for 
persons with developmental disabilities. This "revenue versus 
reimbursement" struggle continues to plague the stability of 
funding for regional centers. 
For the past several years, the Governor's budget has been 
built on the presumption that anywhere from $28 - 33 million 
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111 federal Medicaid Targeted Case Management Funds would be 
forthcoming to supplant that same amount currently being 
allocated from the General Fund to provide regional center case 
management services. However, the Health Care Financing 
Authority has continually denied California's application for 
these funds, necessitating urgency egislation to restore what 
would otherwise have been significant deficits in the regional 
center budget. 
Relying upon budget presumptions which direct new funding 
sources (such as Medicaid) toward supplanting, rather than 
augmenting, funding for existing services anticipates stable 
federal funding sources. When these anticipated revenues are 
not forthcoming, additional funding deficits occur. 
Last year, $5 million was deleted from the 1990-91 budget on 
the presumption that legislation would be adopted to amend 
the Lanterman Act to permit charging clients and parents for 
various services. Although the Legislature did not support this 
proposition, DDS continues to seek similar legislation. 
In other areas of Medicaid funding, California is eligible to 
receive new federal dollars that it has not vigorously pursued. 
According to the Legislative Analyst, California is not 
maximizing available Medicaid funds (Medi-Cal in California). 
Under the Medicaid Home and Community-Based Waiver 
program, the federal government shares the cost of home and 
community-based services provided to persons \\ ho have 
previously resided in or who are at risk of placement in an 
institutional setting. Currently, DDS has requested Medicaid 
dollars for 3,360 persons and receives around $24 million in 
federal reimbursements under this program. 
The Analyst states that California could use Medicaid funds for 
an additional 9,000 people and could receive an additional $65 
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million annually if it secured federal approval to raise the 
current cap on the number of persons with developmental 
disabilities served under the waiver program. 
California part1c1pates on a very limited scale in one form of an 
available Medicaid Model Waiver Option, entitled the "Katie 
Beckett" waiver. This option waives the assessment of parental 
income in determining eligibility, if doing so can help assist in 
keeping a child at home. The waiver requires the child to have 
first been institutionalized, prior to referral to community-
based services. Although states are allowed to enroll up to 200 
persons under this model waiver, very few children are being 
served in California under the Katie Beckett waiver. DDS 
estimates that only "4 or 5" children are being served under 
this waiver. Much more vigorous outreach and planning could 
result in much greater utilization of this Medicaid option to 
support children, who now reside in developmental centers, in 
community-based settings. 
Summary of Public Recommendations: 
• The state should adopt a policy of seeking new funds to 
enhance, rather than supplant, current state funding. 
• California should take all steps possible to obtain all 
available federal funds in order to increase the number of 
resources for persons with developmental disabilities. 
• The state should ensure that the application, for new federal 
funding for services such as targeted case management or 
other services includes the intent that such new funds 
would be used to enhance and expand the treatment system 
for new clients, or reduce caseload ratios for existing clients, 
rather than to supplant current funding. 
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• Proposals to establish parental fees should he rejected if the 
for such fees is merely to qualify for additional 
funding from the federal government or other sources --
especially when it is highly questionable that the federal 
policy is consistent from state to state. 
• The home and community-based Medicaid wa1ver for 
persons with developmental disabilities should be expanded. 
• Other sources of funding that will increase available services 
should continue to be sought. 
3. The current budget methodology fai Is to recogn 1ze entitlements 
and to support all portions of the Lanterman Act. The POS 
budget fpr regional centers is especially inadequate. 
Inappropriate budgeting methodologies lead to yearly 
shortfalls m the POS budget. 
The current budget methodology does not provide more than a 
cursory mechanism to fund unmet needs and it falls short in 
encouraging new service providers and adequately 
compensating current providers. 
Some of the priorities contained in t i1e budgets arc set by DOF 
whose agenda often runs counter to the needs and realities in 
the developmental disabilities services system. 
Whenever a regional center experiences a shortfalL ODS has the 
authority to require the center to transfn specified amounts 
from its operations budget to its POS budget in order to cover 
client costs. The problem with this response to inadequate 
funding is that case management services, among other 
important services, are included in the regional center 
operations budget. While line-item transfers between the 
operations and the POS budgets may appear lo provide a 
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temporary solution, such transfers do not address the more 
long-standing problems of historical underfunding of regional 
centers. 
Regional center budgets historically have contained an 
administration-approved COLA for employees. However. a 
COLA has been routinely denied by the Governor to 
community-based providers for each of the past several years. 
The last COLA, totaling 1%, was approved in 1986-87. Last 
year, the Governor approved a 4% COLA for regional center 
staff, but vetoed a 4.6% COLA for community providers. This 
inequity continues to increase the gap between community 
direct-care staff providers and regional center case 
management and administrative staff. While few argue that 
regional center staff are not deserving of COLA's, no one 
disagrees with the need to increase rates to reflect inflation in 
community-based programs. 
Summary of Public Recommendations: 
• The entitlement provisions of the Lanterman Act should be 
fully funded. 
• DDS and the regional centers should adopt a timely system 
for addressing budget shortfalls in the POS budget other 
than redirection of the operations budget. 
• COLA's, when avai I able, should he allocated throughout the 
developmental disabilities services delivery system. 
4. Funding disparities between allocations to developmental 
centers and community programs may he a result of ineffective 
spending and result in inappropriate placements. 
The seven developmental centers receive a budget of 
approximately $500 million each year to serve approximately 
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6,600 residents. Regional centers, which serve over 12 times 
as many individuals, receive approximately the same amount 
of funds. Many of the residents in the developmental centers 
could live in the community, with adequate support, at a 
significant cost savings to taxpayers. 
There are also significant disparities in the wages paid to direct 
care staff, who provide essentially the same functions, based 
upon whether the client resides in a developmental center or a 
community facility. Developmental center staff are paid 
significantly more than staff in residential care facilities, even 
when the level of care they provide is similar. 
Summary of Public Recommendations: 
• The wage differential between direct care staff who work in 
developmental centers and those who work in community-
based programs should be examined, taking into 
consideration staff experience, education, and level of 
service needed by the client, to determine whether there 
are rational differences which justify existing disparities. 
• The cost-effectiveness of utilizing developmental centers to 
provide care for persons with developmental disabilities 
should be re-examined, taking into consideration 
alternative, less restrictive available resources that could 
provide the same quality of care to the same population in 
the community. 
S. Other generic agencies servmg persons with developmental 
disabilities do not have requirements or funding incentives 
that will result in providing timely services to qualifying 
clients. 
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Sometimes generic community agencies delay decisions on 
identified service needs. There do not appear to be incentives 
for generic agencies to provide services on a more timely basis, 
because to do so would further drain their own budgets. 
Summary of Public Recommendations: 
• Generic agenc1es should be required to make eligibility 
decisions within a specified timeframe. If the client 
qualifies, the generic agencies should be required to provide 
the service requested within a specific timeframe. 
• When disputes over service-delivery responsibility occur, 
regional centers should be required to provide the servtce. 
When the dispute is resolved in favor of the regional center, 
the generic agency should be required to reimburse the 
regional center for services provided or funded. 
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SUBCOMMITTEES' CONCLUSIONS AND RECOMMENDATIONS 
The Lanterman Act itself is not flawed in its premises. However, 
budgetary policies, such as the lack of COLA's for community-based 
programs, financial disincentives to community-based care, and 
establishment of new revenue sources, such as parent/client fees to 
address systemic deficits, continue to gnaw away at the foundation of 
the Lanterman Act. 
Greater flexibility is needed to purchase services for persons with 
developmental disabilities. New and innovative purchasing programs 
should be established to allow parents, clients and regional centers 
greater leeway in establishing and purchasing individually tailored 
services. The entitlement provisions of the Lanterman Act should be 
retained and funded, and IPP's should list all services needed, not just 
those that the regional center intends to purchase with +ts capped 
allocations. 
New federal funding should be sought to expand the current levels of 
service as well as to reduce caseloads. Funding disparities between 
community and the state's institutional programs should be addressed. 
Finally, funding priority should be given to those programs that enable 
a child with developmental disabilities to remain at home with his or her 
family and that enable an adult with developmental disabilties to remain 
in the community. 
1 a. Funding systems should be developed that will encourage and 
stimulate flexible support services to enable families to stay 
together and adults with developmental disabilities to live 
independently or with assistance as needed. 
b. Additional flexibitity in funding different lovels of care, tailored 
to specific service-delivery needs, is needed to assist families 
in caring for their family member who has developmental 
disabilities. 
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c. Regional centers should be given the authority to designate 
new vendors and establish rates without requiring DDS 
approval. 
d. Regional centers should have the authority to provide rate 
exceptions associated with maintaining individuals in 
community settings, including the cost of supportive services. 
e. Funding for the community-based service system should be 
based upon adequate rates and an adequate funding base to 
start and continue to provide quality services to meet the full 
range of needs of individuals and their families. 
f. Budget incentives should be developed to encourage DDS 
and regional centers to develop, utilize, and maintain 
community-based services instead of institutions. 
g. Rigid funding categories and funding requirements should be 
eliminated if they preven~ or discourage the start -up and 
continuation of creative new services that will respond to the 
needs of persons with developmental disabilities and their 
families. 
h. Family members should be given greater incentive and 
opportunity to participate in both designing and purchasing the 
services needed to assist their children with developmental 
disabilities to live at home. For example, a voucher system 
should be established to allow parents and clients a wider 
range of choices of service providers. 
1. DHS, DDS, DOR and DSS should earmark a source of funding 
for community-based residential and day programs that are 
"marginally operating" for lack of adequate financing. 
Technical assistance, emergency management, and other 
provisions should be considered as part of an array of options 
employed to assist these programs. 
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J. The Lanterman Act should be amended to strengthen the 
priority placed on the funding of services designed to assist 
families in caring for their children at home and those services 
necessary to prepare and support adults to live, work and play 
in the community. 
k. DDS and the regional centers should develop new methods to 
address projected state and individual regional center deficits 
in a manner that is least disruptive to persons with 
developmental disabilities and their families, other than the 
current practice of DDS to require regional centers to transfer 
funds from their operations budgets to their POS budgets 
when experiencing or anticipating deficits. Regional centers 
should be given the flexibility to address projected budget 
shortfalls with more innovation and consideration of client and 
family input. 
I. PDF should be used in accordance with the intent of the 
Lanterman Act to establish new community-based services 
rather than to support existing programs. Local area boards 
and regional centers, with client and parent input, should have 
greater determination in the use of PDF expenditures for new 
services. 
2 a. California should maximize available federal funding by 
seeking all relevant funding and waivers consistent with 
service philosophies embodied in the Lanterman Act. 
b. New federal funding should be sought to enable more persons 
with developmental disabilities to live in non-institutional 
settings in the community. Additionally, federal funding should 
be sought to serve populations with special needs requiring 
focused treatment, such as children who are substance 
exposed and children with AIDS. 
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c. The essential entitlement principles of the Lanterman Act 
should not be discarded merely to obtain additional federal 
funding; application for waivers or additional funding should be 
consistent with Lanterman Act principles of inclusion and 
entitlement. 
d. All federal funding available through waivers, targeted case 
management and other federal options should be assessed 
for its ability to assist families in maintaining the person at 
home or in community-based settings. 
e. Federal funding should be sought to increase services and 
reduce caseloads, but should not be used to offset or supplant 
existing funding for developmental services. 
f. The charging of fees for case management services should be 
opposed until the effect on clients, families and entitlements is 
fully understood. 
g. All available Medicaid funding programs that allow funding for 
non-institutional services should be reviewed in order to 
decide which Medicaid program options would yield the 
greatest benefit to persons with developmental disabilities and 
their families. 
h. The Administration and Legislature should join forces to lobby 
Congress and the President to raise the federal cap on the 
number of persons who can be served in California under the 
Medicaid home and community-based waiver. 
3 a. Given the entitlement provisions of the Lanterman Act, funding 
should directly reflect the right of persons with developmental 
disabilities to receive services pursuant to their service plan. 
b. Currently, the IPP functions as a prescription for available 
services, rather than an assessment of actual needs and of 
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services required to meet those needs. Only when unmet 
needs are identified will the developmental disabilities system 
be able to project and plan for services and funding required to 
meet these needs. 
c. At this point, the entitlement provisions in the Lanterman Act 
are not being met due to limitations on funding. To continue to 
require regional centers to approve services, when they have 
not been allocated sufficient funds, produces an unrealistic 
expectation for regional centers to meet their mandates 
without sufficient resources. 
d. New allocation methods should be developed that will avoid 
the annual funding shortfalls experienced by regional centers 
in their POS budgets. These methods must include a 
reasonable estimate of expanded caseloads as well as of 
actual needed services. 
e. A separate budget line item should be established for family 
support services instead of incorporating these services under 
the category entitled "Other Services." Giving family support 
services greater visibility as a separate category under 
regional center POS would elevate family support services to 
the same degree of conceptual priority as residential and day 
service budgets. This would create the incentive to budget 
based upon actual need, rather than budgeting based upon 
limited funds allocated for a combination of purposes. 
f. ARCA should report to the Legislature on the feasibility of 
regional centers revising their individual program plan formats 
to contain not only references to services that will be 
purchased or provided for the client, based upon assessed 
need, but also to refer to services that should be purchased 
that reflect unmet needs. If necessary, the Lanterman Act 
should be amended to allow this format change. 
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4 a. There is a significant disparity between funds allocated to the 
developmental centers and funds allocated to community 
services. Equity between community and institutional settings, 
both in allocations to the two systems and in wages to staff 
working in both types of settings, should be addressed. 
b. Rate adjustments and cost-of-living adjustments should be 
allocated equitably to community-based services as well as to 
developmental centers and to regional centers. 
c. The Lanterman Act should be amended to emphasize the 
principle that wage differentials to direct care staff should 
reflect the requirements of the job and the qualifications of the 
worker rather than the setting in which the service is delivered. 
d. Parity and equity in wages between developmental center 
staff and community-based staff should be established to 
ensure there are no disincentives in creating a stable and 
quality community system of care. 
e. The Department of Finance and/or the Legislative Analyst 
should determine the fiscal impact of allowing eligibility for 
state discounts to non-profit organizations. 
f. The Legislature and the Administration should reassess 
whether the developmental center system is the most cost-
effective and appropriate way of providing services to any 
person with a developmental disability. 
5 a. Other agencies providing services to persons with 
developmental disabilities, outside of the DDS funding system, 
must cooperate to assess clients for eligibility and to provide 
generic services in a timely manner. 
b. Generic agencies should be required to provide client 
assessments and to provide services within a reasonable 
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amount of time. If the generic agency fails to meet these 
timelines, then regional centers should be permitted to 
purchase a service if that service is listed in the person's IPP, 
and to bill the agency for the service. 
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Assembly Concurrent Resolution 52 (authored by 
Assembly Member Polanco and passed in 1989) 
Acquired Immune Deficiency Syndrome 
Association for Retarded Citizens of California 
Association of Regional Center Agencies 
Alternative Residential Model (developed by the 
State Department of Developmental Services) 
California Association of Rehabilitation Facilities 
Client Assistance Program (under the State 
Department of Rehahi litation) 
California Association of State Hospitals-Parent 
Councils for the Retarded 
Community Care Licensing (under the State 
Department of Social Services) 
California Children's Services (under the State 
Department of Health Services) 
Cl icnt Development Evaluation Report. A data 
collection system used by the regional centers for the 
State Department of Developmental Services. 
Cost-of-Living Adjustment 
Client Program Coordinator (case managers within 
the regional centers) 





















Child Protective Services 
Clients' Rights Advocate (in regional ccn:ers and 
developmental centers) 
Community Service Training 
State Department of Developmental Services 
A severe chronic disability of a person which may 
be attributed to either a mental or physical 
impairment or combination of mental and physical 
impairments. The condition must originate before 
age 22 and result in substantial functional 
limitations in three or more areas of maJor life 
activity. 
Includes mental retardation, cerebral p.llsy, 
epilepsy, autism and disabling conditions found 
closely related to mental retardation or which 
require treatment similar to that required by 
individuals who are mentally retarded. The 
condition must originate before age 18, be 
expected to continue indefinitely and constitute a 
substantial disability. 
State Departmc11t of I lealth Services 
State Department of Mental Health 
State Department or Education 
State Department of Finance 
State Department of Rchabi litation 
State Department of Social Services 
State Employment Development Depart rncnt 
Fiscal Year 



















lluman Immunodeficiency Virus 
Intermediate Care Facility 
Intermediate Care Facility for Developmenlally 
Disabled 
Intermediate Care Facility for Developmentally 
Disabled - Hahilitative 
Intermediate Care Facility for Developmentally 
Disabled - Nursing 
Intermediate Care Facility for Mentally Retarded 
Independent Living Center 
Individual Education Pl<m 
Individual Habilitation Plan 
Individual Program Plan 
Intelligence Quotient 
Lanterman-Petris-Short Act 
Memorandum of Understanding 
Organization of Area Boards 
Protection and Advocacy, Incorporated 
Program Development Fund 
Purchase of Serv ke 
Request for Proposals 
Regional Transitional Facility 
State Council on Developmental Disabilities 






W & I Code 
Special Education Local Plan Area 
Senate Resolution 9 by Senators McCon . .JtiOdale and 
Marks and passed in 1989 
Supplemental Security Income: dtsability benefits 
received through the Social Security Administration 
The part of the California Code of Regulations 
concerned with public health regulations 
The part of the Code of Federal Regulations 
concerned with Medicaid (Medi-Cal in California) 
Welfare and Institutions Code 
A-4 
APPENDIX H 
ASSOCIATION OF REGIONAL CENTER AGENCIES 
TASK FORCE ON MENTAL HEALTH 
MAJOR ISSUES AND OGJECTIVES 
REVISED: 
FEBRUARY 1987 
The Association of Regional Center Agencies (ARC/\) Task Force on Mental Health issued 
its Preliminary Report in April, 1985. This report summarized the primary problems 
within the service delivery systems responsible for persons with both developmental 
disabilities and mental health needs. The report also made general recommendations for 
resolving some of these problems. The document before you now is a refinement of those 
recommendations in the form of specific objectives which are proposed for each of ten 
rna j or i s s u e s . 
For the past year, the ARCA Task Force has served as the advisory coiTITlittee for the 
Mental Health Pilot Project of Far Northern Regional Center (FNRC). This project was 
funded in two phases (six months each) by grants from the Department of Developmental 
Services (DDS). Many of the statements and objectives presented here are based on data 
co11ected during this project. A copy of the Final Report of the Pilot Project is 
ava1lable upon your request. 
The Task Force believes all of these objectives can be accomplished within a maximum of 
two years; some much sooner. However, as is obvious upon reading the objectives, much 
depends on cooperation among the various local, regional, and state agencies involved, 
as well JS ample support in the legislature. The fact that you are reading this report 
means that you are one of the key people whose support and cooperation are vital. 
Regardless whether you agree or disagree with any of the objectives stated here, your 
comments, suggestions. objections, arguments, and interest are a prerequisite to success 
in helpins this sorely underserved population. 
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ISSUE I 
Statewide Identification of Persons With Developmental Disabilities 
And Mental Disorders (Dual Diagnoses) 
During the Mental Health Pilot Project, FNRC collected a great deal of information 
regarding the mental health needs of its clients. Some of the findings were 
predi ctab 1 e, but some were quite surprising. During the second phase of the Project 
FNRC continued to refine the data, and began to develop and implement proposals for 
solving ~ome of the problems identified. 
This type of data is vital for policy and program planning on a statewide basis. 
However, other Regional Centers must go through a similar process of identifying both 
c 1 i ent needs and service system strengths and weaknesses, particular to their areas. 
Otherwise, proposals based solely on FNRC's data may be irrelevant to actual local 
needs. This process does not have to be in the same form as FNRC's pilot project, but 
the information. must include more than just lists of clients and their diagnoses. 
FNRC's experience was that the mental disorder diagnosis item in the Client Development 
& Evaluation Report (COER) Tracking Element was unreliable, as was the COER information 
regarding medications. Of almost 300 clients identified by FNRC as dually diagnosed, 
only 30 were recorded as having a psychiatric diagnosis on The COER. 
OBJECTIVES 
A. Each Regional Center complete a survey of the mental health needs of each 
active client. This data should include at least the data included in FNRC's 
pilot survey. 
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B. Each Regional Center include an assessment of a prospective client's mental 
health status and needs as a part of its formal intake process. 
C. DOS revise the COER to more comprehensively and accurately reflect the mental 
health of clients. This information should be in a form compatible with the 
database used by the Department of Mental Health (DMH). 
ISSUE II 
Mental Health/Developmental Services Specialist Staff Positions 
The crucial component of a working relationship between a local mental health agency 
(LMHA) and a regional center is the liaison function. Ideally. one person from each 
agency should be designated as liaison. The liaison's chief overall function is to 
assist in resolving problems which arise in serving clients with developmental 
disabilities and mental health needs. These differences and problems among agencies are 
specified in the Preliminary Report of the ARCA Task Force. The Task Force believes 
that the creation of "t·,ental Health/Developmental Services Specialist .. positions within 
both service systems is the best approach to providing this liaison function. The Task 
Force envisions this liaison as a separate position, not as one also responsible for a 
client case load or other duties. The actual positioning of this person within each 
individual agency will be a function of the varying organizational structures found in 
different regional centers and LMHAs throughout the state. 
There are three (3) areas in which the liaison may function: 
1. To serve~ 2_ point of initial contact. 
More than one interagency relationship, whether formal or informal, has become 
seriously counterproductive because no one knew whom to contact first in order to 
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get the problem solving process started positively. This function of the liaison 
is mentioned first because the initial exchange between r·epresentatives of the two 
agencies, more frequently than not, sets the tone which can result in either a 
mutually agreed upon solution or complete frustration on the part of all involved. 
If there is an interagency agreement in effect, the liaison can facilitate 
communication and coordinate efforts to conform to what has previously.been agreed. 
If there is no formal written agreement, the liaison can at least involve the right 
people to find a solution. An experienced liaison will have both a working 
knowledge of each agency's limitations, as well as a practical understanding of all 
the options available in any given situation. 
2. Crisis Consultation 
When a crisis arises which may neccesitate a client's admission to a LMHA inpatient 
facility, it is vital that both the regional center and the LMHA have staff who are 
both experienced and available to coordinate the efforts of all the agencies 
involved (e.g., Child Protective Services, State Developmental Centers/Hospitals, 
etc.) Regu1ar case managers in both systems are often so overloaded as to not be 
able to devote the necessary time and effort~ and often do not have the familiarity 
with the opposite system which an experienced liaison will have. However, owing to 
varying staffing structures, this crisis intervention function may or may not be 
performed by the person serving as liaison. Although the person perfonning this 
function must possess well-developed clinical skills & judgement, the Task Force 
does not propose that this person usurp the role of LMHA staff in providing direct 
services (e.g., psychotherapy), but instead provide consultation and information to 
LMHA staff as well as facilitate the regional center's response to th-e client's 
crisis. If the reco1TJ11endations under Issue III of this document are implemented, 
B - 4 
then specialized case managers with small caseloads may be available to fulfill 
this function. However this function is staffed, it must be part of an overall 
strategy for crisis response which is coordinated between regional centers and 
LMHAs. In urban areas such a strategy may include Psychiatric Emergency Teams 
(PETs). FNRC developed and implemented a model for regional centers crisis 
intervention in its rural region where no PETs exist. 
3. To facilitate inservice training between the two agencies. 
There are underlying chronic attitudes held by each agency's staff which also must 
be addressed if there is to be any growth in mutual respect. This is accomplished 
in two way~: the education that takes place in each individual situation which 
arises, and secondly, in formal inservice training sessions. As the liaison 
becomes increasingly familiar with the respective legal mandates and restraints 
under which each functions, they in turn become uniquely suited to provide the 
ongoing education involved in crisis situations and ·they are also able to single 
out the issues that can be dealt with in formalized inservice sessions. It is an 
educational process which involves social acceptance, technical information, and 
professional respect. 
To surrrnarize. where a philosophical and legal distance exists between agencies, a 
person with experiential knowledge of both agencies becomes invaluable to the 
enhancement of professional and reciprocal working relationships. 
OBJECTIVE 
A. Regional Centers and Local Mental Health Agencies (LMHA's) be allocated 
suffic1ent funds to allow for a new Mental Health/Developmental Disabilities 
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Specialist(s) position(s}. Persons filling these positions will serve as 
liaisons between the agencies. 
ISSUE II I 
Specialized Regional Center Caseloads For Clients With 
Developmental Disabilities and Mental Health Needs 
Regional centers' experience shows that a significant number of the clients who require 
the most inten~ive case management have significant mental health needs. Just as some 
Regional Centers hire registered nurses to manage specialized caseloads of medically 
fragile clients, case managers with expertise in mental health could manage small 
caseloads of these clients. 
FNRC developed a model for regional center crisis intervention in mental health cases 
and piloted it in Phase II of their project. One of their findings was that their 
existing case managers were often too overloaded to respond to the increased case 
management requirements of such crises. Although the Mental Health liaison could 
provide assistance with the systems problems, vital input specific to the individual 
client was often missing because the Regional Center case manager was responding to 
demands of other clients on caseloads of sixty to eighty. The Task. Force recognizes 
that not all of these clients require an extraordinary level of case management, and 
that some clients may require intensive case management only temporarily. One 
possibility if for DOS to change the core staffing formula to allow for a preferred 
caseload ratio of 1:25 for clients with mental health needs who require intensive case-
management. Another possibility is to develop a system of short-term, intensive case 
management based on indicators S\.ICh as the occurrence of inpatient episodes unstable 
residential placement, medication problems, or other personal crisis. This could 
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involve, for example, a "floating" case manager who could be assigned to augment the 
services provided by the existing program coordinator. The existing program coordinator 
would continue to carry the case but additional case management specifically related to 
the client's mental health needs would be provided by the "floating" case manager. As 
the client becomes more stable, the additional case management services could be faded. 
OBJECTIVE 
... . ~ 
ODS to provide additional funding for regional centers to develop a means of adjusting 
caseload ratios so that intensive case management can be provided for clients with 
extraordinary mental health needs. 
ISSUE IV 
Residential Services For Clients With 
Developmental Disabilities and t1ental Health Needs 
Clients with dual diagnoses require a broad continuum of residential services, 
corrmensurate with the extraordinary legal and clinical complexities which their cases 
present. Six objectives are presented in this section. Narratives precede the 
objectives where necessary for clarification. 
OBJECTIVES 
A. Institutional/Locked Facilities. 
Due to severe threat to self and others, some developmental disabled clients 
with mental health needs will require interim placement in a State 
Developmental Center/Hospital or a privately operated locked facility. Not 
only are these services scarce, they are difficult to access. Major 
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differences exist in the funding procedures for State Hospitals (Mental 
Health) and State Developmental Centers (Regional Centers). Individual LMHAs 
are allotted a specific number of "state hospital patient-days• each year. 
based on statewide appropriations in the annual budget act. Up to this 
allotted number of patient-days. the LMHA pays for only 15% of the daily 
costs. However. the LMHA is responsible for 100% of costs for all 
patient-days above the annual allotment. Thus, as each fiscal year progresses 
and the allotted patient-days begin to dwindle, LMHAs become less and less 
able to place clients in State Hospitals. In turn, pressure increases for 
regional centers to place such clients in State Developmental Centers. 
However, if the needs of a specific developmentally disabled person are 
primarily psychiatric, and especially if this person is not mentally retarded, 
State Developmental Centers are unlikely to offer appropriate treatment. 
The financial problems are compounded by the fact that some clients are under 
Lanterman, Petris, Short (LPS) conservatorship, some under probate 
conservatorship, and some under no conservatorship at all. Under current 
regulations, the only way a person under an LPS conservatorship can be placed 
in a State Developll)ental Center is with a 11 Developmental Disabilities Rider" 
added to the judicial order authorizing the placement. In reality, such 
riders require the concurrence of both ODS and the State Developmental Center 
to which admission is sought. FNRc•s experience has been that the process of 
clearing all of these hurdles can become far removed from the immediate needs 
of the client and can be far too time consuming. 
Objective 1. ODS and DMH jointly adopt a process by which developmental 
disabled persons with mental health needs who are LPS 
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conservatees or are under W & I Code Section 6500 commitments 
should be admitted within five days of referral to a State 
Hospital or Developmental Center program which is appropriate 
to their needs. The Task Force recommends that the process by 
which such admissions occur be specifically written into the 
Memorandum of Understanding between DOS and DMH. and that the 
state legislature allocate sufficient resources to the 
departments to accomplish this objective. 
B. Emergency/Crisis Services. 
Regional center clients must continue to have access to LMHA inpatient 
services via Welfare & Institution Code 5150 commitments, assuming these 
procedures are written specifically into the local Memorandum of Understanding 
(MOU). If the other residential services described in this section are 
available, it is probable that the pressure will lessen for LMHA's to provide 
services for clients who do not fit the 5150 criteria. 
An elem2nt often ignored in negotiations between Regional Centers and LMHA's 
is the critical role played by law enforcement in the 5150 process and other 
client crises. Effective handling of developmentally disabled persons in 
crisis requires well-trained and experienced law enforcement officers. Dr. 
Lenore Morell and the Emergency Services Coordinating Committee in los Angeles 
have done excellent work in outlining the type of training and coordination 
necessary to ensure appropriate handling of such cases. Their work has 
demonstrated that law enforcement authorities must be included in planning and 
interagency agreements. While LMHA's have procedures regarding law 
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enforcement responsibilities, established by city and county governments. such 




Each regional center offer training to law enforcement agencies 
regarding developmental disabilities and working with such 
persons in crisis (e.g., W & I Code 5150}. 
Each regiona 1 center develop a a response system to provide 
consultation to LMHA staff within 24 hours of an emergency 
involving a regional center client. 
Each Regional Center develop emergency respite beds in 
facilities capable of providing respite service commensurate to 
the needs of post-crisis clients with dual diagnoses. 
C. Regional Transitional Facility. 
A "Regional Transitional Facility" is proposed for clients who present 
particularly difficult diagnostic and treatment-planning problems due to the 
presence of both a developmental disability and a mental disorder. This 
includes post-crisis clients who continue to need intensive psychiatric 
monitoring and specially trained staff in order to remain stable. Such 
capabilities are rarely present in community residential services in either 
the Regional Center or Mental Health system. The program design of such a 
facility be developed based on the needs of the clients it is to serve. Some 
such facilities may be locked and some may not. 
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The criteria for detention under Welfare and Institutions Codes 5150 and 5250 
demand that anyone involuntarily detained must: 1) have a mental disorder; 
and 2) because of the mental disorder. be either a danger to self or others; 
or be gravely disabled. The type of clients appropriate for the Regional 
Transitional Facility are those who do not meet the above criteria but 
continue to need interdisciplinary assessment and program planning with a 
psychiatric component. FNRC's experience is that it is extremely difficult to 
arrange an appropriate placement within the timelines under which the LMHA's 
must act (maximum of 72 hours in most cases). Even when a placement is 
located, often within a Specialized Service facility. the essential 
psychiatric component of the interdisciplinary team is often lacking. 
Although these cases are difficult and complex, they are relatively small in 
number. This suggests that a pilot facility could be developed to accept 
referrals from a cluster of several regional centers. One model for such a 
facility might be for a client's stay in such a facility to be a maximum of 
120 days and to have as its goals: diagnosis, stabilization on mepication (if 
necessary), treatment planning {including IPP development}, and discharge 
planning. Staffing must be interdisciplinary, including strong behavioral, 
psychiatric, and neurological expertise. 
Objective E. At least one pilot Regional Transitional Facility as described 
in the above narrative be developed within two (2) years. This 
may be done jointly among three or more regional centers and 
their corresponding LMHA's. 
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Objective D. Each regional center develop community residential facilities 
specifically designed for clients with significant mental 
health needs, including children, adolescents, and adults, in 
those regions where such facilities do not already exist. The 
specific number of beds should be based on local service needs. 
ISSUE V 
State Council On Developmental Disabilities 
The ARCA Task Force on mental health request the State Council on 
Developmental Disabilities to establish the issue of mental health services to 
the developmentally disabled as a priority focus of the Council. (This 
objective was met via a presentation to the Counci1 on March 21, 1986, by 
Robert Baldo, FNRC Executive Director and Task Force Chairperson, and Dennis 
Ferrell, FNRC Mental Health Pilot Project Director.) 
ISSUE VI 
Training 
Although many of the barriers between the developmentally disabled and the mental health 
services they need are financial, a significant shortage exists of professionals trained 
in serving this population. In general, it is rare for a professional in a LMHA to have 
any expertise in working with the developmentally disabled. The complaint most often 
voiced in the literature is that mentally retarded clients• verbal limitations make theiT 
poor candidates for the type of psychotherapy offered through most LMHA's. Although 
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this is a misleading overgeneralization, it is true that innovative, nontraditional 
modes of therapy are often most successful with this population. The simple rationale 
behind providing training is that if mental health professionals perceive themselves as 
having the skills necessary to help a client with a developmental disability, then they 
will be more likely to do so. Leadership in these training efforts should ideally come 
from an organization with statewide credibility, such as the University Affiliated 
Programs, but must be enthusiastically supported by both the Departments of Mental 
Health and Developmental Services. 
Training activities should address two primary audiences; professionals currently in the 
field (including Regional Centers, LMHA's, and private sector practitioners), and 
persons pursuing graduate degrees in psychiatry, psychology, social work, and related 
disciplines. FNRC's pilot project has experienced good results with the first audience 
by implementing training on two different tracks. First, interagency familiarization 
sessions among staff from both agencies provided a clearer understanding of services and 
eligibility, but also began the development of working relationships between parallel 
staff. The sharing of common frustrations was a key part of ~his development. Second, 
c lin i ca 1 workshops by experts in the field have offered the opportunity for 1 oca 1 
professionals in both systems to upgrade their information base and skill levels. These 
workshops have been especially well received by LMHA staff in FNRC's region, and demand 
for further training is high. Additionally, a statewide conference was held in January, 
1986, which offered state-of-the-art reviews, clinical training, and panel discussions 
of statewide problems. This conference was attended by approximately 200 professionals 
from all sectors of the service system, and was extremely well-received. 
The second primary audience, students training for mental health careers, is currently 
barely touched. In most graduate psychology programs, working with the developmentally 
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disabled is a "low status .. career objective. Although a few internship programs are 
available, these are primarily institutional. Training opportunities in mental health-
services for the developmentally disabled are virtually nonexistent in the corrmunity. 
Development of such a program would go a long way toward the general acceptance of such 
services as part of the basic resource offered by LMHA's. One possibility is to develop 
a pilot program between a regional center and a LMHA which already has an internship 
program. 
OBJECTIVES 
A. The University Affiliated Programs collaborate with LMHAs and regional centers 
to develop: 
1. curricula regarding developmental disabilities appropriate for both 
graduate and undergraduate college and university programs, 
2. strategies for introducing these curr1cula into those programs which 
produce the clinicians and case managers of the menta 1 health service 
system, 
3. inservice curricula for both regional center and LMHA staff regarding 
persons with developmental disabilities and mental health needs. 
B. DDS and OMH provide leadership in sponsoring an annual symposium regarding 
services for persons with dual diagnoses. 
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c. Each Regional Center and LMHA conli:1ct joint interagency training to 
familiarize the1r staffs with the services and procedures of both systems. 
ISSUE Yli 
Medication Review 
The most significant contrast 1n services between LMHAs and regional centers comes from 
differences in service design and orientation. The legislative and regulative structure 
in California supports an agency which provides direct "hands on" services for mental 
health, and a management service agency for regional centers. Direct services such as 
counseling, medication prescription and monitoring, involuntary detention, and LPS 
conservatorship are services available through the Mental Health system, and unavailable 
through the Regional Center system. 
Surveys conducted by FNRC during their 1985-86 pilot project revealed that 15% of their 
active cac,eload were recelvHHJ psychotroplc 01Pdicat10ns. lh1s did not include clients 
rece1ving anticonvulsants. The most comrnon medications used were: 
a. Mellaril (31%) 
b. Haldol (10%) 
c. Thorazine 6%) 
d. Tri1afon 5%) 
e. Ritalin, Valium, Stelazine, and 
Lithium at 4% each. 
The specialties of the physicians prescribing the medications were: 
J. Family practitionc•rs (43%) 
H l.'l 
b. Psychiatrists (32X} 
c. Pediatricians ( 4%} 
d. Neurologists ( 4%) 
e. Other ( 5%) 
f. Unknown (12%) 
What is disconcerting about the above data is not the use of psychotropic medications to 
reduce symptoms of mental disorder, i.e. disordered thinking, anxiety, delusions, 
hallucinations, social withdrawal, and other conmoo symptoms; but the low concordance 
between those individuals who were prescribed psychotropic medications and those with 
psychiatric diaqnoses. This suggests that many developmentally disabled persons may be 
given psychotropic medications for behavioral control rather than to reduce symptoms of 
serious mental disorders. The fact that the majority of the medications were not 
prescribed by a psychiatrist is a grave concern. The reader is referred to the Final 
Report of FNRC' s Pilot Project for a review of the 1 iterature and more detailed 
discussion of this issue. 
We believe the above data indicates the necessity of developing a medication protocol 
for the administration of psychoactive medications to the developmentally disabled. 
Such a protocol should ensure that individuals with a mental disorder and developmental 
disability would receive medication treatment for the mental disorder with at least the 
consultation of a psychiatrist. Side effects and toxic reactions of psychotropic 
medications are varied and potentially very serious. 
Individuals who are on medication regimes need routine dosage adjustments and monitoring 
for serious unwanted side effects such as tardive dyskinesia. Once acute psychotic 
symptoms are controlled and the individual's condition is stabilized (usually 4-12 
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weeks). the daily dosage of medication may be gradually reduced. Trial discontinuation 
of a medication should only be attempted under the supervision of a psychiatrist. 
Some LMHAs argue that public resources are inadequate to provide proper follow up 
services and that private psychiatrists will only take a small percentage of MediCal 
patients due to comparatively low rates. Although this is certainly true in FNRC's 
region. it is difficult to ascertain the statewide validity of this argument due to the 
lack of service needs documentation for individuals with dual diagnoses. 
OBJECTIVES 
A. ODS and OMH revise their Memorandum of Understanding (MOU) to state 
specifically that the res pons ibil ity for management of psychoactive 
medications for persons with developmental disabilities rests with the LMHA's 
if adequate private sector psychiatric services are not available. 
B. Where the interdisciplinary team concludes that psychotropic medications 
should be considered or reviewed for a given client, then the regional center 
should make a referral to the client's primary physician or other appropriate 
source of health care. 
C. ARCA request the Regional Center Physicians' Group provide leadership in 
developing a protocol for the use of psychoactive medication with persons with 
developmenta1 disabilities. 
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ISSUE VII I 
High Imoact Funding 
In some areas of the state extraordinarily high numbers of developmentally disabled· 
persons needing mental health services are concentrated within the service area of a 
single LMHA. This occurs primarily as the result of development of residential -
resources in a particular area. The problem is compounded by the fact that budget 
limitations have already affected mental health programs. 
A straightforward adjustment of Short-Doyle allocations to fund the needed services is 
difficult to accomplish for several reason~. Allocations are based in part on 
historical service patterns, and DMH's statistics show that some LMHA's have 
significantly under-reported the services to the developmentally disabled, at least in 
FNRC's service area. Also, for reasons noted above, OMH is reluctant to mandate that a 
LMHA serve any specific special population beyond those expressly mentioned in 
legislation. Even when accurately reported, the number of individuals with 
developmental disabilities and mental health needs is smaller than .other populations 
seeking services from LMHA's, thus the picture is not an optimistic one. It is worth 
noting that P.L. 94-142 has historically provided for an analogous situation in public 
education. If a school district has a special education population which is 
artificially increased by out-of-area placements (e.g. owing to the presence of a state 
institution), then a procedure exists for that district to apply for "impact-funds" to 
provide services which would otherwise be in short supply. 
Cooperative ventures between Regional Centers and LMHA's must be encouraged. Any 
special funding should be allocated only upon receiving a proposal from a LMHA, rather 
than requiring all LMHA's to submit proposals. In addition, sufficient pressures must 
be brought to bear, both internally and externally. on the LMHA•s to include the 
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developmentally disabled in their planning. Internally. most LMHA's have Citizens 
Advisory Boards who provide community input into establishing service priorities for the 
annual plans. A first step is for the needs of this population to be represented there. 
Also cases in which services are denied must be reported to the LMHA's Patient's Rights 
Advocate to ensure it is properly recorded. Externally~ parent groups and groups 
representing residential service providers must make their needs known to their County 
Boards of Supervisors. 
OBJECTIVES 
A. In addition to the data to be collected by regional centers as described under 
Issue I (Objectives A, B, and C), each LMHA and Regional Center reviPw their 
existing mutual cases so that the LMHA's can make an accurate report to DMH of 
the number of persons with developmental disabilities in need of service, and 
the number of tho~e actually being served. 
B. Pilot test a special funding procedure in a LMHA with an abnormally high 
concentration of clients with dual diagnoses, so that the LMHA's budget can be 
supplemented on a dollar-for-dollar basis for those additional services 
required by these clients. 
ISSUE IX 
Local Memoranda of Understanding (MOU) 
OBJECTIVE 
A. Each Regional Center and LMHA develop written MOU'~ based on the most recent 
ODS--OMH MOU. These MOU's are to be updated annually. 
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ISSUE X 
Involuntary Commitment Procedures 
As discussed under Issue IV, the state hospital admissions procedures for persons wii 
developmental disabilities and mental health needs are difficult and confusing. In tt 
landmark.case, In re HOP (1981). 29 Cal. 3d 82, The California Supreme Court held the 
persons with developmental disabilities are entitled to the same procedural safeguar( 
prior to being. "voluntarily" placed in a state hospital as are provided to other classE 
of adults being placed involuntarily. These required safeguards include the right to 
judicial hearing on the issue of whether state hospital is appropriate and whethet 
because of developmental disabilities, a person is gravely disabled or a danger 1 
herself or others. The rights were similar to those of proposed conservates under tt 
Lantennan-Petris-Short Act. To date, the decision in In re HOP stands. It has beE 
cited and followed in a number of cases. However, no subsequent case has clarified whc 
standards the courts should apply when holding HOP hearings. 
The term "gr.avely disabled" was not defined in the case law. The term is defined fc 
the LPS conservatorship and 5.150 commitments as " ••• a condition in which a person, as 
result of a mental disorder, is unable to provide for his basic personal needs for fooc 
clothing, or shelter; ••• The term gravely disabled does not include mentally retardE 
persons by reason of being mentally retarded alone." [5008 (h) (1)] 
In 1982, in an attempt to put the rights as expressed in HOP into law, Assembly Bil 
3278 was passed by the Legislature. It defined the criteria for involuntary admissic 
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of adults with developmental disabilities to state hospitals. This legislation provided 
statewide unifonnity in complying with the due process requirements of HOP. 
Unfortunately, Assembly Bill 3278 was vetoed by then Governor Brown. 
Welfare and Institutions Code 5008.1 (b) defines "judicially corrmitted" as 
developmentally disabled persons who are admitted to a state hospital "upon application 
or who are conmitted to DOS by court order pursuant to 6500." This section states 
" ••• ·no mentally retarded person may be corrmitted .•• unless he is a danger to himself or 
others. Any order of co11111itment. •. shall expire ~utomatically one year after the order 
is made. The allegedly mentally retarded person shall be appointed counsel to represent 
him in all proceedings". (Emphasis added). The request for filing the petition for 
commitment under 6500 may be made by, among others, the parent, guardian or conservator, 
or Regional Center Director (6502). 
It is important to note that 6500 commitments apply only to persons who are mentally 
retarded -- not to other types of developmental disabilities. Thus, if a person•s 
developmental disability is epilepsy or cerebral palsy, for example, and she also 
presents a clear and il111lediate danger to self or others, the Regional Center is 
powerless to petition the court for a 6500 corrmitment. Some LMHAs interpret the LPS 
statutes as requiring a psychosis to be diagnosed before LPS conservatorship can be 
sought. Thus it is very easy for such persons to be unintentionally denied access to 
vitally needed services. 
The Task Force is in agreement that there is a population in serious need of services 
who do not fall clearly into either LPS conservatorships or W & I Code Section 6500 
co~m~itments. These are developmentally disabled persons who are not mentally retarded 
and not clearly psychot1c. but who are clearly presenting a danger to self and others or 
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are gravely disabled due to the interaction between their developmental disability and a 
non-psychotic mental disorder. Options for remedy to this situation might include 
expanding the W & I Code Section 6500 to include all developmental disabilities~ 
changing the LPS statute's definition of "gravely disabled" so that it addresses the· 
interaction among multiple disabilities. or developing statutes delineating the HOP 
decision. While administrative remedies certainly should be pursued, the Task Force 
sees no options which would not require legislative action to clarify the specific 
intent of the applicable legislation. 
There are pros and cons to each of the three general directions for change listed above. 
Regardless of what approach is finally taken, the intent of the Task Force is not to 
reduce legal and ethical s~feguards against inappropriate involuntary commitments, but 
to increase the access to treatment for persons who are temporarily incompetent to make 
decisions and who are in clear danger of hurting themselves or others. If a full range 
of community residential services can be developed, as proposed earlier in the 
objectives following Issue IV, then the necessity for institutionalization will 
_ decrease. However, in some cases LMHAs and regional centers will still need lega1 
authority to place clients involuntarily in such community settings in order to avoid 
institutionalization. since probate conservatorships do not provide this authority. 
" 1 1nr t. L. 
Objective 1. The Task Force recommends that the major governmental and 
advocacy organizations set the issue of "involuntary 
commitments" as a priority concern. 
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APPENDIX C 
PARTICIPANTS IN THE SR 9 PROCESS 
(partial listing) 
NAME LOCATION 
Jay and Carol Abbott 
Hans Abplanalp 
Mr. and Mrs. Alfred J. Accurso 














David and Kathleen Ailman 
Gloria Ainslie 
Joseph and Barbara Ajello 
Candy Alderete 
Jane Alessio 






































Dorothy and Manford Amrcn 




































































































Barbara Bennett, M.D. 
Robert L. Benson 











































Mrs. Samuel W. Bhang, Jr. 
Luch Bianchini 







M. C. Bishop 









Valerie Jean Bland 
Candice Blase 
Dorothy J. Bobitch 
Chris Bodrak 
Sandra Boetler 





Mr. and Mrs. James Bolton 
Claudia Bolton-Forrest 












































































T. II. Browman 
DeWalt Brown 















































Carol and Richard Bruce 
Mary Brutosky 
Sister Veronica Brutosky 
Lesie Bryant 
Silvia Pullman Bucholz 
Fifi Bugne 
Walter Buitrago 
















































































Dr. Jean Champommier 
Sam Chan Ph.D. 
Doug Chandler 
Janell Chapman 
Roger Chapman, M.D. 
Linda L. Chappel 
Stephanie Chaprelis 
Sheldon Charles 


























Porterv i lie 


























Dugald D. Chisholm, M.D. 
John Christenson 














Evelyn Clara Clem 
Pam Clemens 
Bonnie Clemons 
Douglas W. Cleveland 




William M. Coffelt 
Bethal Coffman 
Muriel Cohen 













































































Carrol and Dorothy Dahl 
Rudy Daiila 
Robert B. Daily 




































Cui ver City 
NAME 




David E. Davis 
Jacque Davis 
Rose E. Davis 
Woodrow Davis 
Olitta Davison 
Dr. Edward Dawson 
Stephanie Day 
Stephen Day 
Maria De Los Angeles 
George J. DeBell 
Walter DeCuir 
Clara Deffense 











































































Mary L. Douglas 










F. Ilene Dumont 











Kathleen D. Ebeling 
Ted Eckberg 
















































































































John R. Faull, Ph.D. 
Peter Faure 
Rudy Fa" ila 
Kathryn Fennell 
Lias Feraru 
Max inc Ferguson 
Randy Ferguson 



















Mrs. Shirley Fletcher 
Carolyn Flores 
Mony Flores-Hauer 
Susan E. Floyd 
Herman Fogata 
Roger Fong 


















































C. Fost Ph.D. 
Carol Foster, Ph.D 
Mary Foth 
Maggie Fraiser 
Bernice M. Frances 
Luke J. Franck 
Gisselle M Acevedo Franco 
Virginia Franco, M.A. 
















Robert H. Frost 
Nathal Fuentes 
Mabel Fugit 
William Tyrone Fuimaono 
A I ice Gabaton 
Gail Gaffrey 
Rene Gagnon 
J. F. Gaillard 
Megan Gallagher 
Linda Garber 




















































Irene Gilgoff, M.D. 
Carolyn Gillmore 
Susan Gilmore 

















































Rancho Palos Verdes 
Oakland 
Sepulveda 
























J. Leslie Gray 
Nancy Gray 
Fred Greene 






Elma Grey, R.N. 















Agnes and Lester Gusnard 
Johanne Guyton 
Arturo and Mercedes Guzman 
Oolores L. Guzman 
Jaime L. Guzman 










































Elaine E. Haemker 
Roy Haggard 
Mrs. K. Haight 
Elizabeth Halahan 
Sharon Halison 









































































Fred P. Heald 
Claire Hearney 
Hyland Hebert, M.D. 
Sally Hedberg 
Judy Hegenauer, Ph.D. 
I. J. Helderman 
Scntaor Hemlin 
Floyd and Luch Hemp 
Dexter Henderson 
Judith B. Henderson, Ph.D. 
Audrey Henry 











Mary Lu Hickman 
Mr. Hieu 
Clara Higgins 






Gary and Constance Hoban 
Tim Hoban 
Dale llodge 
Jeanne B. Hodges 
Phil Hodges 





































Frances H. Hoeger 
















Thomas L. lloplains 
Collette Horne, Ph.D. 
Robert Horrigan 







Mary and Rich Howard 



















































Harold M. Isbell 
Lyn C. Isbell 
Duane Isley 




James C. Jacks, Ph.D. 
Jackie Jackson 
Julie Jackson 





Mona Lisa James 
Mr. James 
Mike Jamieson Ph.D. 
Gary J. Jansen 






















































Twyla Mae Jones 
Mildred B. Jones-Mathers 
Nancy Jordan 
William C. Jordan 





























Craig B. Kelford 







































William A. Kemme! 
David Kenyon 
Arthur S. Kerbel 
Roberta Kern 






















Lois and Art Kluge 
S. A. Kopp 
Gini Ann Koppel 






Steven K rivit 








































Mary E. Kuyendall 
Gerry La Londe-Berg 
Jeanne Labozetta 




















M ichacl Lawton 
Oana Lazzarevich 



























































Barbara M. Lightner 
Greg Lim 
Diane Lipton 

























































El Dorado Co. 
Harbor City 
NAME 
Beverly Lozano, Ph.D 
Rose Marie Lucidi 



















Mr. and Mrs. Mannell 
William E. Mara 
Michele Kraft Marek 
Rosario Marin 
David Mark-Raymond 
Roberta A. Marlowe, Ph.D. 
Domi Marquez 
Debra Marsteller 













































Lawrence H. Mathers 
Gregory Mathes 












Thomas P. McCool 
















Ramona L. McGee 
Phyllis S. McGrath 
Arlene McGregor 
Maureen McHale 



















































Cataline R. Medel 
Eileen Medina 









Dale Mentink, LL.M. 








Jeanine Mi liard 
Ann Miller 
Dawn Miller 









































































Phyllis S. Morgan 
Tom Morioka 
Tom Morioka 
Mr. and Mrs . .John Morningcr 
William Morris 









































































Rita and Edward Neuwald 

























































Julie B. Nulod 
Ramon A. Nulod 
Don Nydam 
William P. O'Connell 
Charlotte O'Donnell 
Dr. Audrey O'Neil 
Richard M. O'Neil, M.D. 
Donna O'Neill 
Larry and Helga Oberlander 
Fernando Ocasio 















Emond L. Owings, Ill 
Eric Oxelson 
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LOCATION 
Sacramento 



























Giles W. Painter 
John Palacio 
Shirley Pallingra 









































































Marie R. Peterson 
Raymond Peterson, M.D. 
Phyllis E. Petrou 
Hue 
Mrs. Hue Pham 

































































Craig T. Pringle 
Rick Provenza 
















Daniel L. Rasmussen 
Kent E. Rasmussen 
Florence Rata 
Virginia Rathburn 














































Mei na Rencrate 
Mary E. Reneau 










Maria Ric son 
Jay Rider 









Felipe E. Riviera, Esq. 
Margaret Roberts 
Lynn Robertson 
Ric C. Robertson 
Fred Robinson 
Lori Jean Robinson 




Veron a Rocha 
Helen Rockas, M.D. 
Lupe Rodarte 
Kathleen Rodgers 









































Peter A. Rodriguez 
Shirley A. Rodriguez 














































































Mrs. Natividad Salvador 








Bernice A. Santa Maria 















































Chris and Theresa Schatzle 
Ralph M. Scheer 
Diane ScheJI 
Curtis Schelling 
Mary Ellen Schettig 
Steve Schickedanz 



















Mrs. Louis Seal 
Janet Seliene 


































































Bonnie Noble Silberman 






















































Matthew S. Smith 
Mrs. Gordon G. Smith 














Mary Ellen Souza 













Virginia Stammer, M.D. 
Kathleen Stanley 
Kathleen Stanley 

















































S. Todd Stolp, M.D. 



















Val A. Swan 
Val A. Swan 
Nancy Sweet 
Paula Sykes 







































Anthony J. Tasca 
Lenore Tate 
Mary Tatilian 












Glenn W. Thiel, Ph.D. 
Nora J. Thompson 









Davie Ann Tolley 
Midute Tomlinson 
Amanda C. Tone 
Susan L. Tonglet 
Gloria Torentino 




























































Lucy Van Breen 
Lynne Van de Bunte 
Kevin Van Dyke 
Virginia Van Fosen 
Dutch Van Harreveld 
Roberta R. Van Hisc 
Doug Van Meter 
Mary Van Straten 
Lynn Van Treistc 
Nancy Van Valkcnburgh 
Fcnita Vasquez 
II. Velaro 
Francisca B. Vergundia 
Gloria Vevels 
Burns Vick 







































William M. Voffelt 
Karen Von Felton 
Paul Von Gotfried 
Jim Walker 






















Mary Lynn Webster 

































Rancho Palos Verdes 







Shelley M. Westby 
Armida L. Western 
Jackson Wheeler 
Gretchen Whisenane 
Clifton T. White 
Josh White 
Marie White 
Marion Rose White 
Rosetta White 
Dorothy Whitford 
II. Perkins Whitney 
Madeleine Will 
Gary Lee Williams 










Robert K. Wilson 
Kathy Wingford 






























































Betty T. Yee 
Angel and Teresa Yela 
Doss Yolanda 
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LOCATION 
Ventura 
Fresno 
Corona 
Novato 
Long Beach 
Hemet 
Los Angeles 
Pasadena 
Pasadena 
Santa Rosa 
Visalia 
Visalia 
Sacramento 
Sacramento 
Sacramento 
Fresno 
San Diego 
Sacramento 
Irvine 
Sacramento 
Campbell 

